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DYING WITH DIGNITY: DIFFICULT TIMES,
DIFFICULT CHOICES

TUESDAY, OCTOBER 1, 1985

Houske OF REPRESENTATIVES,
SELECT COMMITTEE ON AGING,
Washington, DC.

The committee met, pursuant to notice, at 10 a.m., in room 345,
Cannon House Office Building, Hon. Edward R. Roybal (chairman
of the committee) presiding. L.

Members present: Representatives Roybal, Biaggi, Ford of Ten-
nessee, Hughes, Lloyd, Mica, Vento, Frank, Gordon, Snowe, Wort-
gec);; McCain, Boehlert, Bentley, Meyers, Blaz, Henry, Kolbe, and

uette.

Staff present: Fernando Torres-Gil; staff director, Gary Christ-
opherson, professional staff; Christinia Mendoza, professional staff;
Joan Densberger, professional staff; Nancy Smith, professional staff:
Judith Lee, executive assistant; and Carolyn Griffith, staff assistant.

OPENING STATEMENT OF CHAIRMAN EDWARD R. ROYRAL

The CrAIRMAN. Ladies and gentlemen, today’s hearing is being
held on behalf of those who have a terminal illness and cannot be
here with us to share *heir concerns. They cannot share with us
the conflicting pressures that they face and the difficult choices
placed upon them as well as their families, their friends, their phy-
sicians, and society as a whole.

This issue is critical. We consider that the terminally ill have
Leen placed in a “Catch-22” situation. On the one side are the pres-
sures from policymakers who cite the high cost of caring and from
some who imply that the terminally ill have a duty to die. On the
other side are the health care providers who press the terminally
ill to not refuse medical treatment and to live as long as modern
medical technology will allow. The terminally ill are trapped in the
middle. They are, 1ndeed, trapped in a ““Catch-22” situation. The pur-
pose of this hearing is to make the public and the Congress aware
of these conflicting pressures and to find ways to relieve these con-
flicting pressures for the elderly and nonelderly persons who are

ying.

Clearly, these pressures on the terminally ill need to be reduced.
State and Federal governments need to act to reduce cost-related
Pressures on those who have terminal illness and to give them the
egal vehicle which will give thern adequate control over their final
days. Further, now is the time for physicians and other health care
Froviders to become even more sensitive to and supportive of the
inal wishes of America’s terminally ill.

In this hearing and in a special study released today, we have
described the dileruma facing America’s.texminal]y il} persens, This
is one issue that is frighteninggndt onlyifor thése wko @re ill, but

@
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f us who are not ill. No one is exempt from dying and noth-
more important than to preserve the dignity of life. Many of
this room are still able to assist those who have a terminal
and to better prepare for our own deaths. Let’s act positive-
let’s act quickly. . .

is a most important sl;g_ect as expressed in today's heanng
‘Dying With Dignity: Difficult Times and Difficult Choices.
we have today four distinguished witnesses who will present
iews in just a few moments. But before we do that, the Chair
recognize Congressman Henry.

STATEMENT OF REPRESENTATIVE PAUL B. HENRY

HeNRY. Thank you, Mr. Chairman. I commend you on really
succinct statement of the dilemma that faces us. Clearly, the
rs of modern science and medical technology have imposed
sthical choices for which few of us are prepared. Few of us in
ngress and our society at large, medical health care provid-
we struggle to honor life, the dignity. of life and, yet at the
time, there are new ways contending with the issue as to
s life; what is dignity and life. And we are contesting with
ral traditions in a way in which we have not had to do so

look forward to this hearing. I am sure it will be profitable.
will ask Mr. Chairman, if I might, that other members of the
ttee and interested organizatiors would have an opportunity
nit written testimony for the record up to 2 weeks after this

g.
CHAIRMAN. Without objection, that will be the order. Anyone
ishes to submit testimony, that is not actually testifying, can
n writing. It will be included in the report that will be made
| committee.

es and gentlemen, our first witness——

HucHes. Mr. Chairman.

CHAIRMAN. Mr. Hughes.

TATEMENT OF REPRESENTATIVE WILLIAM J. HUGHES

HucHes. Thank you, Mr. Chairman. I am pleased that the
Committee has chosen to examine this difficult and impor-
s}l.lxe. And I want to congratulate you on convening this par-
' hearing.

ress is often a two-edged sword. Rarely are great advances
in any field that do not create problems in learning how to
rith them. This has never been more true than with the mi-
us advances we have witnessed in medical technology over
irse of our lifetimes.

'e was a time, not so long ago, when there was nothing so
18 the distinction between life and death. We are gratefu!
10dern medicine has enabled us to save and improve lives
puld not be saved in the Kst, but it has also, to a certain
» blurred the distinction between life and death, creating
ms that could not even have been imagined 20 or 30 years
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We are faced with a number of extremely difficult questions.
How do we strike a balance between the responsibilities of the
medical community and, indeed, our society as a whole and the
rights of the terminally il1? Who makes the final decision? To what
gxten% should the Government involve itself in these particular
issues?

We are fortunate to have the help of a number of excellent wit-
nesses in examining these questions. I look forward to hearing
their testimony, and I am particularly happy to see our illustrious
Senator from New York. It is nice to see you, Senator.

I give back the balance of the time now.

The CHAIRMAN. Thank you, Mr. Hughes.

Mr. Gordon.

STATEMENT OF REPRESENTATIVE BART GORDON

Mr. Gorbon. Mr. Chairman, I am very grateful for the opportu-
nity to be present for this very significant hearing. The Select Com-
mittee on Aging has taken important steps to address ways to en-
hance the quality of life for older Americans. Yet no issue is more
difficult than the one we face today. We need to hear from the ter-
minally ill, their families, and health providers who care for them
so that we in Congress may be more sensitive to their needs and
wishes. We must ensure that their final days are filled with honor
and self respect. ' ’

Hopefully, today we can begin to find some answers to the trou-
bling dilemmas facing America’s terminally ill.

The CHAIRMAN. Thank you, Mr. Gordon.

Mr. Wortley.

STATEMENT OF REPRESENTATIVE GEORGE C. WORTLEY

Mr. WortLEY. Thank you, Mr. Chairman. I appreciate your call-
ing this hearing today.

The subject of this hearing is undoubtedly one of the most diffi-
cult and emotional problems facing society today. It is difficult for
the person who is dying, his or her family, and the doctors and
other members of the health care team. Death and dying has been
close to being a taboo subject in the past. I suspect because it is a
subject which is unpleasant and disturbing, we have preferred to
ignore it. This reluctance to face reality has augmented the prob-
lems and the trauma of an already traumatic situation.

I am encouraged by the efforts of this hearing to approach the
subject of dying in a more open, compassionate and humane
manner.

I would like to add my personal welcome to today’s witnesses
who are testifying here today to prumote our common goal of al-
lowing those who are dying to do so with dignity and with comfort.
I would like to particularly pay a special tribute to my fellow New
Yorker, the distinguished Senator Jacob K. Javits. Senator, it is an
honor and a privilege to have you testifying beforz this committee
today. In your own struggle, I wish ynu strength and God’s bless-
ing.

Thank you, Mr. Chairman.

The CHAIRMAN. Thank you.
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Th. Chair will now request that anyone that has a statement to
make, any member, that their statement be included in the record
at this point. This is due to the fact that we must hurry on and
hear from the witnesses that are the important people in this hear-
ing.

[The prepared statements of Representatives Hammerschmidt
and Snowe follow:]

PREPARED STATEMENT OF REPRESENTATIVE JoHN PauL HAMMERSCHMIDT

Mr. Chairman, thank you for holding this hearing today so that we can look at
the right-to-die issue and its effect on older persons, their families, and their physi-
cians.

As members of the Select Committee on Aging, it's important for us to be aware
of all issues concerning older persons, including those legislated on the State level.
For this reason, today's hearing is timely. By examining the emotional and econom-
ic factors leading to decisions about whether a person chooses not to prolong his life
through life-sustaining apparatus or medical treatments, I'm hopeful that we can
better understand the growing trend toward these decisions by older persons. In ad-
dition, we can better understand the role of State courts and legislatures in this de-
cision making process.

Because of advances in medical technology, ways have been developed for keeping
people with terminal illnesses alive for long periods of time. As a result, many ethi-
cal and economic decisions not previously at issue have erisen. It's important to
note, however, that currently the laws pertaining to death and dying are State laws.
It's my understanding that the State have been looking at these issues for some
time now and have responded legislatively when necessary. It would seem then that
this issue is one which may best be left under the jurisdiction of State legislatures.
They, more than the Federal Government, are aware of the attitudes of their re-
spective States, and thus may be better able to make laws pertaining to sensitive
issues such as death and dying.

Mr. Chairman, thank you again for holding this hearing. I'm looking forward to
hearing the testimony for ourngistinguished witnesses.

PREPARED STATEMENT OF REPRESENTATIVE OLYMPIA J. SNOWE

Thank you Mr. Chairman. 1 want to commend you for holding this hearing on a
very important topic which we as a society tend te rhy away from—how to cope
with the inevitability of death.

I also want to say how pleased I am to again see my friend, the Honorable Jacob
Javits. We all know of 1e outstanding contributions he made in the Senate and the
energy and dedicat:  with which he served. I think we should also praise his con-
tinued work in the tield of foreign affairs and on other issues of concern.

I know the members look forward to his participation today as we discuss this
ve’}y important topic—dying with dienity.

he notion of the right-to-die is peculiar to our times. While .~ issue is not new,
modern technology has changed our understanding of life and dzath. To the fear of
dying we have now added the fear of dying without dignity. We have grown to view
with horror the dying process more than death itself. Being left as a helpless pa-
tient in an institution, subjected to invasive treatment, even though there is no
hope of recovery, is a powerful image. This fear has lead to the formation across the
Nation of “right-to-die” organizations with the goal of obtaining legislation to pro-
vide the terminally ill person, who no longer is able to communicate, with some con-
trol over dying process.

Until recently, to die was not generally conceived of as a right. To die was every-
one’s fate. To die “well” was to die with courage, faith and resignation. Todzy, to
die "“well” has taken on a different meaning. In the case of the terminal patient
without awareness or prospect of regaining it, dying “well” means being allowed to
die without being sustained by artificial means.

The Living Will is a declaration which allows a person to instruct his or her phy-
sician to withhold extraordinary medical treatment in the final stages of a terminal
illness. These wills have been adopted in 35 States and the District of Columbia and
are being considered by all but two of the remaining States. An example of a Living
Will is the one adopted by my own State of Maine just last month. It reads:

8
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“If I should have an incurable or irreversible condition that will cause my death
within a short time, and if I am unable to participate in decisions regarding my
medical treatment, I direct my attending physician to withhold or withdraw proce-
dures that merely ?rolong the dying process and are not necessary to my comfort or
freedom from pain.”

I think it is important to emphasize that we are not talking about leaving the
patient in pain ar discomfort, but rather Yrovidmg only the necessary medication or
eq&i,ﬂment to make the patient comfortable during his or her final moments.

ile the Living Will provides us with an important ingredient to assist us in
decision making, problems may still arise. In many situations, the Living Will legis-
lation has not been sufficient to guarantee patient’s rights. The next step is, there-
fore, to designate a family member, friend or other individual to speak for the pa-
tient if he or she is no longer able to communicate. Although all 50 States have
provisions for designating a durable power of attorney, only about 10 States have
extended the power into the medical context. From the patient’s perspective, an
agent would help to assure that an incapacitated patient receives treatment in ac-
cordance with his or her own wishes.

As it becomes more and more comi)iex to define the biological boundaries of
human life with the advance of technology, it also becomes increasingly important
for the individual to have the right to determine at what point he or she wants to
die and thereby maiatain dignity in death.

Mr. RoyBaL. The first witness is a former Senator from the State
of New York. He served in the Senate of the United States from
1957 to 1981. And may I say that he established an excellent record
as a U.S. Senator, a fighter for the rights of the people.

He at present is an attorney, or has been an attorney for a long
time, and has offices here in Washington, DC, and also in New
York. But he is here to make a very important presentation.

Senator Javits, may I welcome you to this committee. Thank you,
first of all, for all you have done. I know of your work since you
left the Senate of the United States. I would like to welcome you
and ask you to proceed in any manner that you may desire.

STATEMENT OF HON. JACOB K. JAVITS, FORMER U.S. SENATOR
FROM THE STATE OF NEW YORK; ACCOMPANIED BY BARBARA
MISHKIN, ATTORNEY

Senator Javits. Thank you, Mr. Chairman.

I am accompanied ay by Ms. Barbara Mishkin, who is a
lawyer in Washington with the firm of Hogan & Hartson, and who
was Deputy Director of the President’s Commission on Ethics in
the Medical Profession; and addressed herself in many cases to the
subject we are considering in this hearing. I consider Ms. Mishkin
an authority on the case law which is involved. And she will be ad-
vising me on that subject as we go along.

I would like to thank the members who have appeared this
morning and thank the chairman for conducting and 1naugurating
this hearing on the House side, and thank those members who
have acdressed themselves to this subject.

I served here for four terms in the House, and I realize the range
of responsibility. And I am grateful that so many members have
shown up this morning. I thank especially those from my neighbor-
ing States, New York and New Jersey, for their interest and the
nice things they have said about me. I also thank the chairman.

My statement is as follows.

The United States is now coming intc a greater maturity about
dying. It must be understood that as au adult people, all of us are
terminal, and that as the Bible teaches, the road which opens with
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birth leads to the grave. Birth and death are the rost singular
events we experience and, therefore, the contemplation of death as
of birth should be a thing of beauty.and not of ignobility.

The new factor that has come into our lives is medical technolo-
gy which can sustain life even when the ability to decide for one-
self or the competence to do so, when the brain is gone, are not
present. It is for this reason that public policy and rational morali-
ty and humanity demand that we organize our society so that the
right to die may be accompanied by that dignity which equals the
joy of birth. It is for this reason that laws are now established in
many States to implement this concept.

I am personally in the position which concentrates the mind on
this subject because I am afflicted with a terminal illness. And so I
take a profound interest in this subject, and believe, Mr. Chairman,
that legislation at the Federal and State level is very much in
order in dealing with the dilemma which you have referred to in
your opening statement. And one of the ways in which this can be
done is through ascertaining the wishes of the individual who is
facing this awesome decision.

In this area, I believe that living wills and durable powers-of-at-
torney can be very helpful. They are—living wills, or what are
called a desire for a natural death, are ncw recognized under the
laws of 35 states and the District of Columbia. M{' written state-
ment specifies the States which do not as yet have living will laws.
They include my own State of New York, which is now considering
such a statute.

Under the living will laws, an individual may, when mentally
competent, make a decision as to medical treatment, and certainly
when competent enough to have made an ordinary will, leavinF
property, et cetera. Under these laws and under such a living will,
which, as I say, has no more formality than the ordinary testimen-
tary disposition, one can determine for himself that when he has
lost all mental power to decide on whether life-sustaining equip-
ment should be used to extend his life, whether that equipment
may be withdrawn with his consent even though at the time of
withdrawal he or she is no longer competent mentally to express a
will as to the disposition of his own bedy.

A living wiil may, of course, be revoked or may be challenged in
the courts if abused. For example, if it is contended and proven by
clear and convincing evidence by a relative or a spiritual adviser or
by the State, that under the circumstances if then competent to
decide the individual would have decided otherwise or if for rea-
sons of public policy—for example, the continuance of an obligation
to support minor children—the individual would not have decided
as he did by his living will, then the courts could order it revoked.
Nothing, of course, can be more important than the right to life
and the right not to have it terminated prematurely.

But the important aspect of a living will is that when a person
knows what he wants done with his own body, he can make that
decision binding if he then loses the mental competence to decide
when the issue is presented.

An alternative to the living will now lawful in every state
except, interestingly enough, the District of Columbia is a durable
power of attorney. Under it, an individual, friend, relative, physi-

10
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cian, legal, or religious adviser or a court may be granted authority
to make medical decisions when the person concerned is no longer
competent to make them. And here, too, abuse may be prevented
by recourse to the courts.

Now, I have read the memorandum to which the chairman re-
ferred of the catch-22 situations in which individuals facing the end
of their lives are caught. And they are heavily premised on the eco-
nomic equation. Indeed, not so long ago, Governor Lamm of Colore-
do suggested that people with no real prospect of living ought to
get out of the way and stop using precious medical resources to be
kept alive. It sounded callous and probably was, but the Governor
was ut;terinsr a truth. Even in this great Nation where living or
dying should have nothing to do with money, it still is a fact that it
does, and very materially. And that is what makes the right to die
with dignity an issue of morality and humanity as well as of policy
and law. The cost. of medical care with its new technologies is now
so great that only the use of the insurance principle on a national
or sectional basis can allow the optimum result of equal care for all
to prevail in our country.

And so this committee should not only consider a legal disposi-
iion like the living will or the durable power of attorney, but also
how to deal with the inequities of the cost which brings about in-
eqixalities in medical treatment. '

suggest two possibilities. One is to allow the individual to con-
vert a good deal of what is available to him or her under a Govern-
mental program, like Medicare and Medicaid, into home care; this
being the great area where help is possible and which is now inhib-
ited under the law. And the second is the hospice program, which
should also be recognized as a feasible alternative.

I close by calling attention to the confusion and confrontation
which takes place in families if the individual who faces death and
is no longer able to make his own decisions has not left the neces-
sary instructions in a living will or a durable power of attorney. I
point to the heavy responsibility borne by doctors and the medical
gg'ofessiqn and by hospitals and other medical institutions in this

ighly litigious society of which we are a part, in the absence of
some effective indication of whether the individual himself wants
to live, even if he is a vegetable or whether he has made the deci-
sion to have it over with if all hope is gone.

So these legal instruments are one way to help. And the other is
to have a more sensible and realistic system of giving what the
Government is already willing to give, to give it more intelligently.

Mr. Chairman, this is a vital question of dignity and morality.
And I_hoi»e very much that the committee will be dealing with it
accordingly.

Thank you, Mr. Chairman.

[The prepared statement of Senator Javits follows:]

PREPARED STATEMENT or HoN. Jacos K. Javits, A ForMER U.S. SENATOR FROM THE
StaTE oF NEw YoORK

The United States is now coming into a greater maturity about dying. It must be
understoed that as an adult people we are all terminal and that as the Bible teach-
es, the road which opens with birth leads to the grave. Birth and death are the most

singular events we experience and therefore the contemplation of death as of birth
should be a thing of beauty.

11
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The new factor that has come into our lives is medical technology which can sus-
tain life even when the ability to decide for oneself or the competence to do so—
when the brain is gone—are not present. It is for this reason that public policy and
rational morality and humanity demand that we organize our society so that the
right to die may be accompanied by that dignity which equals the joy of birth. It is
for this reason that laws are now established in many states to implement this con-

cept.

f.mng wills are now recognized under the laws of 85 states and the District of
Columbia. Onl{ the states of Alaska, Hawaii, Kentucky, Massachusetts, Michigan,
Minnesota, Nebraska, New Jersey, New York, North Dakota, Pennsylvania, Rhode
Island, South Carolina and South Dakota do not as yet have such laws. Under such
laws an individual may when mentally competent to make a decision as to medical
treatment or certainly under the same tests as are applicable to the validity of a
traditional will leaving property, appointing guardians for children, and establish-
ing trusts for charity, education and research, determine for himself if when he has
lost all mental power to decide on whether life sustaining e;;vt::ﬂment shall extend
his life even though there is no probability of recovery he wishes that the equip-
ment be withdrawn and allow nature to take its course.

Such a living will may of course be revoked or may even be challenged in the
courts if ab . For example, if it is contended and proven clearly by any party in
interest, including the state, that under the circumstances if then competent to
decide the individual would have decided otherwise of if for reasons of public policy
the individual living will should be considered to be revoked. Nothing could of
course be more important than the right to life and the right not to have it termi-
nated prematurely.

An alternative method now lawful in every state, though not yet in the District of
Columbia, other than a living will, which may well be a method preferred by many,
is the durable power of attorney. Under it an individual, friend, relative, physician
or legal or religious adviser or a court may be granted authority by an individual to
make medical decisions when the person concerned is no longer competent to make
them. Here too, abuse may be prevented by recourse to the courts.

Finally there is the question of money and medical resources and how they should
be allocated. Many people were shocked when Governor Lamm of Colorado urged
individuals who had no real prospect of living to “get out of the way” and stop using
medical resources to be kept alive, which mlﬁht more profitably be used by others.
This sounded callous and probably was but the Governor was uttering a truth. We
have not yet reached the point even in this great nation of ours where living or
dying has nothing to do wit| money. That is what makes the right to die with digni-
ty an issue of morality and humanity as well as of policy and law. The coet of medi-
cal care with its new technologies is now so great that only the use of the insurance
principle on a national or sectional basis can allow the optimum result of equalitar-
ian medical care for all on a reasonably equal basis. We are also quite behind the
need in providing home care for the ill and disabled in a setting which maximizes
dignity, rather than institutionalization. The hospice program is also one to be seri-
ously considered in this connection.

One other factor deserves high consideration in this matter of living wills and du-
rable powers of attorney. This factor i8 decision making by families who generall
carry the responsibility in the absence of competence of the individual afﬂicteci.
Such decision making can be the cause for much confusion and even confrontation.
In fact the laws of only twelve states give families the responsibility for such deci-
sions. In others while family decisions may be recognized as important they are not
binding. This leaves a heavy responsibility on the medical profession, hospitals and
other medical institutions in such decision making especially in our litigious society
and creates conditions of uncertainty, inconsistency and injustice. These problems
cannot be eliminated, but they can be greatly assisted by the more widespread use
of living wills and durable powers of attorney.

{From the New York Times, Aug. 18, 1985]
Lirg, DEaTH AND HUMAN DigNITY

(By Jabob K. Javits)

I may be terminally ill. I therefore face, in an intimate and personal way, the
issue of my right to die. I am happy for those who are not ill, but they are terminal
too and they should think about this question as it relates to themselves and those
they love as friends or simply fellow human beings.
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The issue first received serious attention 10 years ago, when a New Jersey court

"r:nud Karen Ann Quinlan’s parents’ request to remove life-preserving -uprort
m their comatose daughter. There has, since then, been an intensive inquiry into

the ethical and legal aspects of the right to dle.

The issue is whether a umlnarl:{ ill patient may confer the authority to with-
draw his life support. This is generally done by means of a living will, written when
the patient is still competent, that transfers authority to a designated relative,
friend, rh iclan, religious or legal adviser or to a court. Thirty-five states have now
passed || nl-wll‘ laws, 22 of them in the last decade.

e question arises in the case of any serious illness—including cancer, heart
attack and a whole range of neurological and neuromuscular diseases—that de-
prives the patient of the ability to decide what is to be done for him. But once ili-
ness ha:dlltluck. it is often too late: the pateint is often no longer competent to ex-
press a will,

Birth and death are the most singular events we experience—and the contempla-
tion of death, as of birth, should be a thing of beauty, not ignobility. Everyone must
think about dying, young and old alike, though older people are at greater risk.
Given the new medical uchnologi that can sustain life even when the brain is gone,
we must also think about the right to die and the need for dignity in departir:ﬁ life.

Happily, my mind is still functioning, but if it should stop, I believe, I would be
dead—and there would be no use in prolonging the agony. We owe it to ourselves
and the ones we love to make provision for such moments. It is in the highest inter-
est of humanitarianism that we pre for theer moments with living-will laws.

The state of New York does not have a living-will law, but Governor Ctiomo is
contemplating one, as is the State’s Health Commissioner, Dr. David Axelrod. A
Task Force on Life and the Law is considering the question, and the New York
courts have already decided that when the brain is no longer functioning and there
is no reasonable poulblllt&‘that it will resume fi:nctioning, the individual is legally
dead. The implication is that life-support technology may then be withdrawn with-
out any question that this would be considered euthanasia.

From a i gal point of view, living wills are no different from wills that leave prop-
erty, appoint Enrdhm for children and establish trusts for cl.arity, education and
research. As lawyers help people make guch ordinary wills, so they should help
people provide for their living and dying. The individual making the will must be of
sound mind and have the capacity to express his own wishes as to the disposition of
his bod{ These wills could alse provide for the contribution, for use in transplants,
of bodily organs that are no longer of any use to the individual. Lawyers should
have that responsibility, too.

PRESERVE THE RIGHT TO DIE

The authority conferred by a living will must not, of course, be abused. Nothing
could be more important, after all, than the right to life—and the right not to have
it terminated prematurely. In the event of flagrant abuse, or any possibility of it—
when a decision may seem to defy the wishes of the individual who made the will,
or when loved ones are unable to determine if it should be invoked—then, of course,
the patient’s relatives must have recourse to the courts.

e issue of li wills is under consideration now by the American Bar Associa-
tion, the American Medical Association, the Pacific Presbyterian Medical Center of
San Francisco and the Committees on the Aging in both the Senate and the House
of Representatives, among other organizations. We can only hope that they will all
understand the need to preserve the dignity that is most precious to an older person
or anyone else who has to think imminently about dying. Surely that dignity is best
served by avoiding the confusion that comes from not having a will about mortality.

Short of a living will, the best way to provide that dignity is to use the durable
power of attorney to appoint an individual to make medical decisions when the pa-
tient concerned is no longer competent to make them. [This is now legal in all
states, although not in the District of Columbia.] Here again, the appointed person
may be a relative, physician or legal or religious adviser, and here too confusion and
quarrels muy be avoided by conferring the necessary authority in advance.

There is, finally, the question of money, which plays a part in even this sort of
decision. people were shocked last year when rnor Richard D. Lamm of
Colorado urged people who had no real prospect of life to get out of the way and
stop using resources that could be used more profitably by other people. This sound-
ed callous, and it probably was, but it was the truth. We have not yet reached the
point, even in this glorious Nation, where living or dying has nothing to do with

13
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economics, This is what makes the right to die with dignity an issue of morality as
well as golicy and law,

Whether we are old or young, healthy or ill, we cannot go on shirking the ques-
tions of who shall live, who sha!  die and who shall decide.
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Decisions
Concerning

The Terminally Ill:
How to Protect
Patients, Staff
And the Hospital

By Barbara Mishkin *

As recent avents and haadlines have shown, the

[} of a terminsily (Il pati canb a
major problem for heaithcara providars, and hsve a
disproportionata impact on the health professionsis

and the institution invoived. One case alone can com-

Although some questions remain unsettied. the
basic legsl principles sre ciear. With a few minor

p . petent, adutt pati have & legal
rightto rafuse madical treatment. gven if such refusal
msy shorten their life.’ The patiant's exercise of this
right msy be limitad only for compeliing reasons
(.0.. to protect the heaith or weltare of third parties)
Moteover, the patient's refusal of life-prolonging
treatment (includng not only respirstors but aiso
dialysis, amputation of gangrenous {imbs. and even
naso-gastric feeding tubes) does not constitute sui.
cide so long as the patient's death results from en
undarlying condition that is not self-infiicted.

The probiem is that patients may not alweys

have the ity to make tr for
themseives at the time a decision must be made. In
that event. someone eise must decide what to de
Postponing a decision is. of course, the same es
making a decislon either to postpone the initiation of
8 therapy or to continue with a given course of

mand a significant smount of time and on
the part of hospital administrators, incur substsntial
legsl costs. and paralyze attanding staff because of
pgenuine concern about the 1egal and athical issues
involved. Yet thera has been scant advice for the
practitioner or administrator who wants to put sound
policy into practice. This srticle fs designed 1o pro-
vide some brief. practical guidance.

* Ms. Mishiin i & healthcare lawysr with Hogan & Hartson In
washington. D.C. From 1980 10 1983, she served as Deputy
Director of the Presicent's Commission for the Study of Ethica!
in A and B ical and Behavi

Research

tr

AS & mstter of custom. healthcare providers
have usJally ralied upon the decisions of next of kin
(spouses, siblings, adult children) at least when ther
decisions are consonant with the physician's recom.
mendations.* Some hospital bylsws or departmenta!
rules set forth institutional policies COncerning such
surrogata or proxy H . phy .
hospital administrators. and in-house counse! may
be uneasy about ralying upon the decisions of family
members when their choices are not in accord with
the recommended course of treatment. or when
there is disagr 0 the family bers as
to how to proceed.*
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The possible legal consequences are sutficient
causes for concern. On the ona hsnd. physicians
have bean indictad for murder as a result of with-
drawing hfe.sustaining equipment from & comatose
patient. although thay baliaved they had the concur-
rence of the family to do so An appeliata court Iater
neld that ther actions were taken in good faith and
were not subject to criminal prosecution* On the

“(Even a single terminally ill
case] can command a
significant amount of time
and attention on the part of
hospital administrators,
incur substantial legal costs,

- -and paralyze attending

staff....”

other hand, heaithcare providers aiso have been
sued for continuing a lite-tupport system against the
wishes of the paiient's farnily and at jeast one appel-
late court has held that the institution and physicians
may be held lrable for damages if they persist in
applying unwanted interventions *

What to Do

Given the sometimes confusing opinions as to
who may make decisions on behalf of terminally ill
patients. wha! can physiclans do to protect them-
selves and therr institutions. while aiso respecting
their patients’ wishes? There is no simpie way to
avoid all problems. But based on our analysis and
advice to chents, | would recommend that heaith pro-
fessionals and heaithcare institutions impiement at
feast the following steps:

TALK WITH THE PATIENT

The patient has a right to make his or her own
decisions regarding healthcare. and aiso to insist
that family members not be told or consulted about
the patient's condition. Physicians commonly disre-
gard this fact when a patient has a terminal iliness.
invoking the “therapeutic privilege.” they may {eli the
patient s spouse or adult children about the patient's

and to communicate that choice.

PhysiCians who sarva as family or primary care
physicia. s would ba wall advised to arrange time to
CiSCUSS SUL™ Mattars with their patients during a rou-
tine offica visi:, both as a way ol getting to know more
about the pa'.ent’s attitudes and values and as a way
of encourag) 1g tha patiant to consider how he of she
{eeis about ifa-prolonging treatmant under various
circumstuncas. In order lo avoid alarming the pa-
tient. the physician might Initiate tha discussion with
an explanation to tha etfact that: "This 1s something
I'm trying to find the time to discuss with all of my
patents. because | beliava it's important.” This ap-
proach is far preferable 1o walting for a critical event
and thus alarming a sick patient by asking, out of the
blue. "What would you like done If you lapse Into &
coma?"

DOCUMENT THESE DISCUSSIONS

This is one area In which over-documeniation
probably is not possibie. In the office setting. it is not
80 important to have additionat witnesses. aithough it
might be useful to have the patient initial or sign a
note describing your conversation. Even beatter, be-
come familiar with legal proceduras In your state for
making advance directives about treatment (such as
living wills). 8nd teli your patients about the available
mechanisms (see below).

i the patient is hospitalized, it is advisable to
have discussions abou! llfe-prolonging treatment
witnessed by another physician and a nurse—both of
whom should sign a notation In the medical record
affirming that the discussion was held, that the pa-
tient undersiood the issues presented. and that the
patient made a specific treatment choice. The patient
should sign the record t0o. if at atl possible.

The imporiance of these procedures is illustrat-
ed by a New York case in which a court aflirmed the
right of a patient to terminate kidney dialysis even
though the patient was comatose by the time of the
court’s raview.® The court relied upon clear and con-
vincing evidence In the patient's medical record that
he had made a knowledgeable decision while he was
still competent to do 80. This was documented by
notes and signatures of the treating physician. a dis-
interesied witness. 8 nurse. the patient's brother. the
assistant hospital administrator, and a psychiatrist.
Tha evidence in the medical record was supported
by the testimony of other family members and three
Catholic priests. who affirmed that the patient was
nt 10 decline the treatment at the time he

iliness and seek their advice concerning tr nin
order to save the patient from the stress of such
discussions. However. this goes bgainst the ethical
and legal principies of the patient’s rights to privacy
and self-determination. and related principleés on
which the doctrine of informed consent is founded.*
As discomforting to physicians as it may be, itis
important to discuss p tr 't Choil that
may arise in the course of an ifiness while the patient
still has the capacity to understand the implicationz
of vanious alternatives. 1o make a reasoned choice.

made the decision to do so. that the decision was
consistent with the patient's values and beliefs. and
that the treatment refusal did not violate the canons
of the Catholic Church.

DETERMINE THE PATIENT'S CAPACITY FOR
DECISION-MAKING

if there are any doubts about the capacity of the
patient to make an informed. reasoned. and volun-
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fary treatment decidion. raquast 8 psychiatric consul?
tation and ask the consultant to be prasant during
discussions with the patiant concarning proposed
traatment. Altarnativaly, includs & separata raport
from tha psychlatrist or psychologist In the record,
prafarably basad upon ar. axamination of the patient
shortly betore the discussions concarning proposad
tr . It is aspecially important to avoid tha
tamptation to decida that a patiant Is Incompetent
bacausa ha or sha has mada a dacision which ditfers
from what the haaith profassional would have decids
ed. or which appeara 1o be irrational. Under the law,
what mattars is the ability to make a raasoned choice,
not tha raasonablaness of tha particular choice that
18 made." As than-Circult Judge Warren Burger
once observed, afier raciting Brandais' defense of
tha right to be lat alone:

Nothing in this utarance SUQQ®Sts that Justice Bran-
deis thought an indvidus) POSsessed thess nghts
only as 1o aaniidie belwts, vand thoughts, reaton-
4D/8 amotions. o wel/-foundad sensations. | sug-
Q88! he iINANded 10 include & Qreal many 100ish.
unrasonable 8Ng aven absurd KI8ss which do nNot
conform, SuCh 88 refusing medical trsatment even al
oran! rigk

Moreover. courts hava held tl.at'even Involuntarily
hospitalized psychiatric patients. and elderly patients
with markad memory impairments, s*< entitied to
make certain decisions about their heaith care.'”

IOENTIFY ALL CLOSE FAMILY MEMBERS

Itis advisable 1o ask the relatives who have visit-
ed the patient whethar thera are other members of
the family who ought to be consulted. It is important
1o know who and where such individuals are. and to
contact them if possibie to determine whether they

More oftan than not, cases go to court because
8 membar of the healthcare team disagrees with the
decisions baing mada and is frustraied by an inability
to discuss and rasolve his or har concerns within the
Institution." Tha best advice for staying out of court 1s
1o discuss 8l asp of tha tr " d » wilh
ali interested partias. and to resolve any disagree-
ments or quaims they may have befora taking any
decisive medicul action.

INVOLVE AN ETHICS COMMITTEE
IN THE OECISION-MAKING PROCESS

Many hospitais have eihics commtiees that can
provide substantial assistance in identitying the rele-
vant issues and resolving conflicts when difficut
traatmenl dacisions must be made." Sometimes. the
exisience of the commitiee is not well known. or the
procedures for bringing cases before the commitiee
are unciear. |t is useful to know in advance whether
your hospital has an ethics committee and. if s0. what

“More often than not, cases
go to court because a
member of the healthcare
team disairees with the
decisions being made and is
frustrated by an inability to
discuss and resolve his or
concerns within the
institution.”

agree with. or are willing to accept. the decisions

made by the family renpresentatives with whom the
physician and haaithcare facility have bean dealing.
State laws that provide authority for family members
to make healthcare decisions on behalf of incapaci-
tated patients often do not give clear guidance con-
cerring the appropriate response when family mem-
bers disagree.’ Such situations oftan leave health
professionals in 8 hopel dilemma. Some court
decisions. however. recommend aeeking judicial
guidance in such cases."

CONSULT WITH ALL HEALTHCARE
PRACTITIONERS INVOLVEO IN
THE PATIENT'S CARE

Make a reasonsble effort 1o discuss the case
with all of the nurses. social workers, and house staff
who are in contact with the patient (including the
mght snift). In addition, consult with any colleagues
who may be on call during periods when you are
unavailable. The goal is 10 insure that everyone in-
volved In the patient's care is comfortable with the
proposed course of action and will implement the
collective decision.

the p and procedures are for seeking s ad-
vice. If your institution does not have an ethics com-
mittee. recommend that one be established and that
It be structured to respond quickly enough to be
helpful in exigent circumstances. The American Hos-
pital Association r 'd8 that hospitals estab-
lish ethics commitiees and offers to provide informa-
tion on the composition. duties and administration of
such committees.'” In addition, numerous books and
articles are available that discuss the composition.
administration, and oparation of such committees '

LEARN ABOUT YOUR STATE'S LAW
ON “LIVING WILLS" ANO OURABLE
POWERS OF ATTORNEY

Living Wills are documents through which indi-
viduals may direct that If they ever become terminally
ll. no extraordinary. life-prolonging treatments
should be employed that will merely prolong the pro-
cess of dying." (In a few states. ving wills may be
executed only after a diagnosis of terminal lliness has
been made.) Usually. these documents further direct
that pailative care should be provided 1n order 10
maintain the patient's comtort. personal hygiene and
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dignity Stat» laws authorizing the use of such docu-
ments lypically protect healthcare providers from
Civit of criming! Liability as a resull of good faith relis
ance on such a directive, and generaily siale thal
patients’ treatment retusais under the terms of the
siatute do rr~t constitute suicide.** Fewer than half of
the states recognize Living Wills. however. and un.
ceriantes over whatl constitutes "terminal iliness’
and exvipordinary care” may render iheir use prob.
iematic \(n many cases

A more tiexible document s the “Ciureble Power
o! Attorney through which individuals may. while
competent. designate one or more persons 10 make
dgecisions on their behalf In the event that they later
become incapable of making such decisions for

“|P|hysicians have been
indicted for murder as a
result of withdrawing
life-sustaining equipment
from a comatose patient,
although they believed they
had the concurrence of the
family to do so. . .”

tnemselves Such documents are legally vald in ev-
€ery stale put llhinois. Rhode 131an~, and the District of
Columbia - In some siates. the laws make clear thay
Durable Powers of Attorney may be used specifically
for heaithCare decisions. in most states. however. the
stajute creating the Durabie Power of Attorney Sim.
£!, providges that such powers may be either broad or
speciiC. and apply 10 various subjects. Although the
Quest'on has never been decided by a courl. most
scholars believe that a Durable Power 1hat is created
expliCitly for ihe purpose of making healthcare dec:-
s'ons would be accepted and implemenied. even it
challenged -© At a minimum, it would provide clear
and convinCing evidence of the individual's intens
tions—which 1s the most important factor in these
cases

Pnysicians and administrators should become
tamiliar with Living Wiis and Durable Powers of At-
1orneéy and the laws governing ther use, In the
s1aters) in which they practice. They st.ould also edu-
cate ther patients about the existence and usetul.
ness ol these documents. and have forms available
for the patients to hitt out. shoutd they wish to d2 so.
and f state law permits.

BECOME FAMILIAR WITH
HOSPICES IN YOUR AREA

Hospices provide pailiative care and emotional
support for terminally ill patients and theirr families
Tney aiso provide bereavement counseling for the
famihes foitowing the patient's death. Families who

have had the bene!i' of hospice care Are wholehear!-
edly In $ur'oort of the concept. however many phys.
cians are u..lamilsr with 1he methods and goals ol
hospice cere. or are unaware of its availabilily in ther
area.-* For patients who do not wish to receive further
tygressive ireatment for & torminal iliness or for
whom only paliative care can be provided a hospice
offers an opporiunity tor the patient and the tamily 1o
come 10 lermg with the termina! |liness and 1o help
each other through the dying process it can be a
great reliet 10 all concerned (including the primary
physician and the acule care hospital) to place such
patents tn hospice care. Some hospices are nov.
certified for reimbursement through Medicad and
Medicare. and many ihird party payers provide hos-
pice benefils.

The steps | have suggested do not. of course
avoid the bedevilling philosophical and human prob-
lems concerning the terminally ill which often cause
concern. and sometimes anguish. But these steps
can help avoud legal skirmishes and stalemaies tha:
can desiroy the therapeutic and caring relauenship
between health protesstonals ang patients
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The CHAIRMAN. Thank you, Senator Javits. You can be sure that
this committee will give it every consideration and make the
proper recommendations to the Congress of the United States.

e next witness is Dr. Edward D. Viner. Dr. Viner, you may
proceed in any manner that you desire.

STATEMENT OF EDWARD D. VINER, M.D., HEAD, HEMATOLOGY/
ONCOLOGY SECTION, PENNSYLVANIA HOSPITAL; CLINICAL
PROFESSOR OF MEDICINE, UNIVERSITY OF PENNSYLVANIA
SCHOOL OF MEDICINE

Dr. VINER. Thank you, Mr. Chairman, members of the committee
for inviting me to testify concerning this vitally important subject
which is one that all of us will ultimately have to face.

I have practiced and taught internal medicine and oncology for
the past 20 years and have been very much involved in the devel-
ogment of hospice care in the Philadelphia area. I also speak from
the perspective of having been, myself, a critically ill patient. In
1972, following the resection of half of my liver, because of a
tumor, fortunately benign, multiple complications led to a 4-month
hospitalization, 5 weeks of which were spent on a respirator. The
many invaluable lessons I learned are elaborated upon in my pub-
lished article, a copy of which has been submitted to the commit-
tee. Aiso submitted to the committee, incidentally, is an expanded
version of my remarks this morning.

We doctors really have no concept of what we ask our patients to
endure, physically and emotionally. Patients would benefit immeas-
urably if every care provider could experience the preoperative
terror of thinking he has an end-state malignancy; the nostalgia in-
herent in believing he will not see his children grow up; and the
preterminal mourning over the thought that he is leaving behind
everyone that he knows and loves. It is really too bad that every
doctor and nurse has not experienced an intensive care unit psy-
chosis and the state of complete physical and emotional exhaustion
that ultimately reduces even the strongest patient to a lip-quiver-
ing, eye-watering mass of protoplasm.

The particular facts of my personal illness have no relevancy
except to underscore the generic philosophical issues raised by
them. One of the most important ofp these. is for whom is this type
of heroic care appropriate. As I lay there on the respirator, I
thought often of how wrong all that I was being put through would
havlc)el been if, indeed, my liver tumor had been malignant and inop-
erable.

My experience as a patient has helped me to be a better doctor
in a number of basic ways. I hope and trust that I now find it
easier to listen to my patients’ wishes and feelings. I no longer use
machines and other intensive supporting procedures simEIy be-
cause they exist. And I can accept comfort as an end in itself. I am
better able to deal with the realities of life which dictate that some
patients should be allowed to die quietly, with dignity, without
stress, and without machines.

Having come away from my ordeal with these various perce
tions, I struggled with the issue of what {)ractically speaicing could
be done to improve institutional dying. Clearly, the concepts inher-
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ent in the hospice approach, which was just being introduced in the
United States at that time, were in concert with my own reflec-
tions while on the respirator.

What is hospice? Hospice in the United States is not a place, hut
a philosophy of care with an interdisciplinary team working togeth-
er to provide palliative and supportive care to meet the specific
physical, emotional, spiritual, and social needs that arise in the
dying patient and his family. It is important to stress that the hos-
pice concept does not imply the cessation of care. Rather, it forces
us to define those theraupeutic goals appropriate for that patient,
and then to substitute sensitive and personal support from ma-
chines, chemotherapy, and antibiotics.

Unfortunately, while the idealistic goals of hospice care are
clearly worthy, we have not yet figured out how to pay for it. And
one ‘of the greatest tragedies is that the Medicare legislation has
imposed such limitations on hospice benefits, that most patients
and programs alike regard the Medicare provisions as a negative.
Patients now basically have to choose whether to retain their tradi-
tionally available medical benefits, or elect very limited hospice
benefits, which choice requires relinquishing coverage for all other
forms of medical care. Thus, instead of relieving the pressure on
the elderly, this choice only intensifies it. Also, the present legisla-
tion carries with it the potential of bankrupting those high quality
hospice programs v-hich really do feel an ethical commitment to
the terminally ill.

Accordingly, we at Pennsylvania Hospital, as have so many other
programs, have chosen not to adopt the Medicare model. In short,
the present regulations have given us half a loaf which, in this
case, may be worth less than nothing.

What we working in the field want, as no doubt do you legisla-
tors representing the consumer/patient, is preservation of the op-
tions and the individualization of service. Hospice may well not be
the only answer, but it is one whose precepts can coincide with
these goals. Now is the time for innovation and experimentation
with hospice care and other comprehensive services for the ill and
dying. Ultimately, we must integrate these concepts into the health
systems in the United States and develop stable patterns of fund-
ing, staffing, and regulation.

There are other areas in which we should also be working. Each
of us, individually, must identify and redefine attitudes and feel-
ings about critical illness, dying, and death. Collectively, we must
continue to foster the evolution and societal thinking that is result-
ing in a climate today that increasingly allows quiet, private deci-
sion making by the patient, his family, and his physician. Hopeful-
ly, we will never see another travesty such as the Karen Ann Quin-
lan case. We must continue to educate our young physicians con-
cerning the special needs of the aging and dying. We need to en-
courage more patients to take advantage of such mechanisms as
living wills and durable powers-of-attorney, as Senator Javits men-
tioned; and, at the same time, we must create laws which will
allow these mechanisms to be meaningful.

In closing, I plead with you, members of the Government, that in
our effort to contain costs, we do not decimate the resources that
should be available to the dying patient. Let us ponder the sobering
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reflection that one day, all of these overwhelming problems will
confront each of us. Just what do we want for ourselves and for our
loved ones? Thank you.

[The prepared statement of Dr. Viner follows:]

PREPARED STATEMENT OF Epwarp D. VINER, M.D., HEAD, HEMATOLOGY/ONCOLOGY
SectioN, PENNSYLVANIA HosPiTAL; CLINICAL PROFESSOR oF MEDICINE, UNIVERSITY
oF PENNSYLVANIA, ScxHoot OF MEDICINE

Thank you, Mr. Chairman, and members of the committee, for inviting me to tes-
{.if)f'_ concerning this vitally important subject, which is one all of us ultimately have
o face.

My perspective reflects a 20 year experience practicing and teaching internal
medicine and oncology. For the last decade, I have been very much involved with
the development of hospice care in the Philadelphia areas. Lastly, I also speak from
the perspective of having been, myself, a critically ill patient, who, in 1972, spent
five weeks on a respirator, and four months in the hospital. The many invaluable
lessons I learned are elaborated upon in my article, “Life at the Other End of the
Endotracheal Tube. A Physician's Personal View of Critical Illness,” a copy of
which has been submitted to the committee.

Briefly, we doctors really have no concept of that which we ask our patients to
endure, physically and emotionally, all at a time that they are most vulnerable,
pl:‘ysically and emotionally. Patients would benefit immeasurabiy if every care pro-
vider could experience, as I did, the preoperative terror of thinking he has an end-
stage malignancy, the nostalgia inherent in believing he will not see his children
grow up, and the preterminal mourning over the thought that he is leaving behind
everyone whom he knows and loves. It really is too bad that every doctor and nurse
has not experienced an intensive care unit psychosis, and the state of complete emo-
tional and physical exhaustion that ultimately reduces even the strongest patient to
a lip-quivering, eye-watering mass of protoplasm.

The patient lives in a very circurnscribed world. Accordingly, everyone who enters
his day assumes a magnified role That person's single most important attribute is
whether he or she really cares, a quality which the patient is uncannily able to per-
ceive. It is imperative that we remember to listen to our patients, to their symp-
toms, feelings, attitudes and wishes concerning their care. The thought of dying
became : n all pervading and relentless issue, and my own autopsy was the subject
of an incessantly recurring nightmare. Ultimately though, I became quite ambiva-
lent, and comfort became far more important than a few more days or weeks of life.
At times, I had great need to ventilate concerning these anxieties, and hrnest dis-
cussions of my plight, with my surgeon, were immensely helpful. I learned that it is
imperative that we overcome the longstanding conspiracy of silence and avoidance
with respect to death, and that we must bring these aspects up for discussion with
patients who are obviously seriously ill. Such interchanges need not imply that
there is no hope, but where there is none, I learned that it clearly is preferable to
discuss the issue rather than evade it.

The particular facts of my illness have no relevance, expect to underscore the ge-
neric philosophical issues raised by them. One of the most important of these is for
whom is this t{m of heroic care ap[i:opriate? Unless someone drops dead on the golf
course, he wil admitted to the hospital and subjected to a tremendous array of

rocedures and treatments before he is allowed to die. While I am, of course, grate-
ul to have survived, it is also clear that the patient ?ays dearly in such a circum-
stance. Most pertinently, I lay there often thinking of liow inappropriate all that 1
was being put through would have been, if indeed, I had had an incurable terminal
illness. I became angry at the neurosurgeons caring for the patient next to me. It
was aﬁparent that they were inappropriately administering the same kind of heroic
care that I was getting to an unfortunate man with an inoperable, highly malignant
brain tumor. Only I kaew how much he was suffering because my fellow physicians
had to assuage their own feelings of impotency.

There is a risk that my comments may be misunderstood. I am not advecating
that doctors should run around playing God, turning machines off. At the same
time we physicians cannot avoid the issues. We must try harder to define just what
are the practically achievable and appropriate goals for the care of each individual
patient. Cesssation of an aggressive approach does not mean cessation of intensive
care. It does involve substitution of comfort for the patient, and sensitive support for
both the patient and the family, in the place of more machines and other technolo-
gy
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My experience as a patient has helped has me to be a better doctor in 8 namber
of basic ways. 1 hope, and trust, that | now find it easier to listen to patients. | no
longer use machines, and other intensive supportive procedures, simply because
they exist. 1 can recognize that the patient should be the beneficiary of what we are
doing and not the victim. 1 am able to talk more easily with sick people, now that 1
have been there, and 1 understand that these patients are preoccupied with the fear
of dying, und want to talk about it. | am more liberal with the use of morphine
when iidicated, and can accept comfort as an end in itself. In short, ! am able to
deal better with the realities of life, which dictate that some patients should be ai-
lowed to die guietly, with dignity, without stress and without machines,

Having come away from my ordeal with these various perceptions, 1 struggled
with the issue of what practically could be doue to improve institutional dying.
Clearly, the concepts inherent in the hospice approach just being introduced in the
United States in 1972, were in concert with my own reflections while on the respira-
tor.

What is hospice? The word hospice means a place of refuge for travelers, like the
words hospitality, and hospital, it stems from the Latin word, “hospes,” which can
mean host or guest. Today, the word hospice has a new meaning that remains true
to its origins. It now refers to a way of caring for people nearing the end of their
journey chrough life, who are faced with dying, and who are indeed in need of
refuge. While in England it refers to a special ?lace. i.e., a literal refuge, in America
it connotes a philosophy of care, and a stem of individuals working together to pro-
vide comprehensive management. Such a team is recruited from many disciplines
including the clergy, medicine, nursing, social work, the allied health professions,
and very importantly, lay volunteers. The hospice vhilosophy seeks to restore digni-
ty and a sense of personal fulfillment to the dying. The hospice team provides palli-
ative and supportive care to meet the special physical, emotional, spiritual, and
social needs that arise for both the patient andpfamily during the final stages of
illness, and in bereavement. Hospice care implies a continuum of appropriate insti-
tutional, and more importantly, Y\ome care, available 24 hours a day, seven days a
week. The focus is on the patient, and the family, rather than on ti;e disease. The
aim is not to extend life, but to improve the quality of the life that remains.

Introduction of the modern hospice implies the question, “Why is it necessary?”’
Who among health professionals, would not want the dying to benefit from compas-
sionate, unhurried, supportive care? Who would willingly deprive the dying patient
of dignity or peace of mind?

However, the dying patient presents a great dilemma for the physician. We are
equipped witl, a vast armamentarium of drugs and devices to fight the battle for
life. The world armamentarium is deliberately chosen to describe the forces at the
common of the health professional. The image of a war against death is intentional,
When it occurs, death is tantamount to defeat, and the medical staff the humilia-
tion of failure. Before yielding to defeat, therefore, the health professional finds it
difficult to resist bringing to %ear the incredible array of esoteric diagnositic tools,
exotic drugs, and electronic and mechanical devices available for extending life. As
the limits of survival approach, the medical team is so personnaly committed to the
success of their efforts that even more is done to try to help the patient. The latter
too often becomes a dehumanized, biomedical subject caught in a vicious circle. Ulti-
mately, the accomplished feat is postponing death rather than prolonging life.
Indeed, the distinction between life and death is now so nebulous that an acceptable
definition of death is still debated in medical/legal circles. Gone are the days when
a patient was dead simply because breathing stopped. In fact, now house officers
seem to feel an obligation, because of an unfortunate misapplication of coronary
care unit procedures, to ask families, and even patients if they are conscious, wheth-
er they want an attempt at resuscitation when the patient’s heart stops-as if we
could “undie” the patient by this maneuver.

We cannot blame the health professional alone for this situation. The doctor is
caught between the technical, legal and moral issues and the ambivalence of society.
As Elisabeth Kubler-Ross pointed out a number of years ago, we had become a
death den‘!ing society. Not only physicians and nurses, but lay persons too, felt com-
pelled to {ight death at all costs. gften. even if the physician was ready to stop ag-
gressive therapy, the patient’s family pressed for one last “goal-line stand.” In the
past decade, however, both physicians and laymen began to recognize that the pa-
tient might become the victim of the applied technology. This led to a profliferation
of articles and books in both the medical and lay press about death and dying. The
subject became a popular one for tc'evision programs, public debates, and church
group discussions. Importantly, these issues began to be included in the curriculum -
of medical schools, for it simply imperative that we sensitize and educate young
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physicians in this area. Quite suddenly, we realized a need to examine whether we
were using our tools properly, or whether we were departing from the best interests
of the patient. We began to question our practices, not only medicially and
scientifically, but also from the economic, legal, moral, and human points of view.

Over the last few years, attitudes have changed so that more, but unfortunately
by no means all, physicians feel it is no longer absolutely neeessary to use every
wenpon in the medical armamentarium. We have much less pressure from families,
who today, more often than not, are realistically asking doctors to stop aggressive
therapy when it has no possible benefit. We have progressed to the point where it is
thought ethically appropriate to withhold chemotherapy that may do more harm
than good to the end-stage pntient, snd to abstain from the use of antibiotics when
penumonia would provide u peaceful and welcome cnd to a prolonged battle with
cancer. More physicians are becoming aware that legally, a physici1 must only do
that which is “right” for his patient and that does not necessarily mean more tech-
nology. We doctors are learning that we have a legal duty to discuss the prognosis
and treatment alternatives with the dying patient, just as with the non-terminal pa-
tient, and that both patients have the same right to accept or reject treatment. The
concepts of the living will and the durable power of attorney, whereby a person may
appoint a surrogate to carry out his intent in making health care decisions after he
is disabled, have been helpful.

Certainly, this re-evaluation of death and dying in the United States was a pre-
requisite for the implementation of the hospice philosophy. It is important to reiter-
ate that the hospice concept does not imply cessation of care, but rather the substi-
tution of proper care for the terminally il{ patient. In short, it means appropriate,
sensitive, and personal support, instead of machines, chemotherapy, and antibiotics.

In starting our hospice program at the Pennsylvania Hospital in Philadelphia, we
were, at first, disappointed that there was no way to fund a separate hospice facility
similar to those that existed in England. We were forced b{leconomic necessity to
integrate hosrice activities into the general hospital setting. However, this approach
proved to yield several important advantages. Hospice care is really good medicine,
in the fullest sense of the term. Our hospice team, functioning in the general hospi-
tal environment, hed a clear-cut ripple effect which disseminated the philosophy,
idealism, and sensitivity of the hospice approach to affect care generally throughout
the hospital. We were particularly pleased with the interest and enthusiasm of the
ordinarily technologically oriented nurses, medical students and house officers and
the latter make regular home visits with the hospice nurses.

From the beginning, one of our major goals was to get our patients home as quick-
ly as possible, a concept desirable both from the economic and humanitarian points
of view. However, it is imperative that economic pressure to discharge patients
quickly not interfere with proper preparation nor be allowed to prevent necessary
readmissions. In Philadelphia, we collaborate with already established community
nursing services to provide at home the comprehensive supl;:ort inherent in the hos-
pice concept. The advantages for the patient of dying at home, as compared with
institutional dying, are obvious, but there is also an obvious need for security on the
part of the families—security that stems from knowing that help is continuously
available in the event of one of the myriad of crisis situations that can, and do
occur. This security has greatly decreased the number of readmissi 1s Erecipitated
by understandable patient and family panic over such symptoms as coughing, vomit-
ing, unremitting pain, and emotional decompensation, and has allowed an increas-
ing percentage of our patients to die peacefully at home. At the same time, however,
it is important that neither economic pressure, nor over enthustiastic advocacy for
home care be allowed to inflict on patients or families a sense of failure should read-
mission be necessary.

Unfortunately, w?w'ile the idealistic goals of hospice care have now been recognized
to be eminently worthy we have, as a society, not yet figured out how to pay for it.
Let us look at the realities of what has happened. (‘éoncerned about the needs of ter-
minally ill patients and their families, California Congressman Leon Panetta origi-
nally introduced legislation desiined to ease access to hospice programs for Medi-
care recipients. Unfortunately, this humanistic motivation ultimately gave way to
cost control requirements. As a result, very tragically, instead of hospice providing
relief of the pressures on elderly and non-elderly dying patients, a new conflict has
been added. Patients now basically have to choose wﬁether thef' will retain their
traditionally available medical benefits, which include essential y no payment for
most hospice services, or elect very limited hospice benefits, which requires relin-
quishing coverage for other forms of medical care. The potential loss of all Medicare
benefits is neither psychologically nor medically appropriate. Medicare require-
ments pose a problem also for the hospice program. Ygea ly, such programs should
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be designed to meet needs of the local community. Responsiveness to patient’s and
family’s needs should take priority. However Medicare requires us to fit the govern-
ment s model and in the end we hwve just substituted another bureaucratic entity
for the regimentation of ordinary hospital life that we are trying to circumvent.

It has been surprisingly hard to prove that which seems self-evident, i.e., that hos-
pice type care indeed offers a true saving. Problems with the various studies include
design difficulties, and the great variability of hospice programs, some comparing
less favorably than others on cost issues becaue of greater use of hospital in-patient
days. Also, many of the evaluations of the cost of conventional care are based on
insurance claim forms, and do not take into account the true total cost based on
patient experience. Currently. the preponderance of recent studies suggest that hos-
pice type care may produce a relative saving of about 40%. Irrespectively, in the
end, it it is better, hospice care should still be regarded as justifiable, as long as it
does not cost more.

There are many unanswered questions, in addition to the paramount one concern-
ing funding. These include the definition of what consitutes proper hospice care, the
establishment of criteria for patient selection, and the determination of the best
model or models for our country. All should be reminded that a hospice can't be
created by simply hanging a sign over a nursing home door. A hospice can only be
as goud as its foundation, its planning, and its people, and it takes months, or years
of painstaking work to define specific goals, set up operational guidelines, educate
the local medical community and to assemble an effective staff,

In espousini hospice care as an important potential solution to the conflicting
pressures on the dﬁnng patient, it is important to reflect on these stresses. The dying
patient needs to know of available resources, and how best to muster them. He
needs information about treatment and help with decisions concerning treatment.
He will do best with an accurate and honest appraisal of hope versus reality. He
nfeda_help during the period of transition between denial and the onset of realistic
planning.

The dying patient is concerned with the adequacy of his financial coverage, for
both his acute and palliative care, and about the additional financial burdens that
may be inflicted on his family by debts, or loss of income. The dying patient needs
enough physical, emotional and financial suf»port to enable him and his family to
use the remaining time as fully and profitab y as possible. He needs assurance that
he won't be alone, and that his family won't be crushed by the responsibility of
caring for him.

While he needs a type of care and emphasis not found in the acute care system of
our hospitals, he nonetheless needs to be able to stay under the care of his physician
and he needs the availability of the acute care system to provide help in certain
specific_circumstances, and to serve as a link with hope. Note that it is this
availability that is denied by the current Medicare approach to hospice care. As the
loved one is dying, great pressure is put on families as well. They, too, have much
need for information concerning resources, and for help in learning how to support
and care for the patient. Both patient and family neeé) supplies, home-making and
nursing help, andp a caring and supportive physician who is comfortable with what
is his ultimate role in the care of every patient, i.e., that of helping him die. Physi-
cians and other care providers in turn need information about the patient and fami-
l{l’s attitudes and feelings, and about the home and financial situation. They also,
themselves, need help and support with the difficult job of working with patients
with terminal illness.

Yet, while we have learned that the hospice approach has the potential for filling
all of these needs and for alleviating many of the conflicting pressures, it finds itself
in conflict with the recent push to make our health care more “cost effective.” Even
if hospice care really is cheaper, that is no longer enough. Originally, the assump-
tion was made that the cost of dying would be less if decisions were made to deceler-
ate, or end acute care therapy. This assumption fit with the legislative thrust to cut
the cost of health care, and soon dying was on the trajectory of low cost care. The
next step was to see home care as cheaper than hospital care, so the quicker and
cleaner the break with the acute care system, as demanded by current Medicare
regulations, the better. Indeed, according to the Health Care Financing Administra-
tion, the “goal of hospice care is to help terminally ill individuals continue life with
minimal disruption of their normal activities, while remaining primarily in the
home environment.” However, the goal of hospice care should be “appropriate ther-
apy”’ that may or may not be at home. The hospice pioneers wanted home to be a
viable option, but not the only option, for the transition from acute to palliation
cannot be that precise. It is imperative, both psycholoEically and practically, that
dying patients retain all their options for treatment. They need time to accept the
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transition, and they need to retain their affiliation with their doctor and their hos-
pital. After the transition. which may take days or months, home care can then be
emphasized and can be less expensive.

owever, home care is confronted with two challenges. Technolcy is being trans-
ferred from the hospital to home care, and as a result, the choic. 5 concerning the
use of this technology become even more complicated. Also Medicare, and the other
insurers will follow, is imposing pa increasing burden on home care providers to
assess, document and evaluate, .aus incrseasing paper work and forcing cuts in
services. Medicare is also putting increasing pressures on the families providing the
home care, for the increassed technology coupled with DRG engendered earlier dis-
charges, require increasingly skilled supervision. Thus decisions concerning treat-
ment are increasingly complicated, even when the goal is palliation and it is carried
out at home. At a time in the patient's life when humanistic concerns demand
easier decision making and less pressure, another force is demanding low cost care.
Simultaneously, the regulatory agencies are more and more distrustful of the pro-
fessionals’ ability to deliver quality care. In the meatime, patients and families are
plugging along, carrying ever bigger burdens, feeling that somehow they are doing
somathing wrong, because everything is so complicated, expensive and difficult,
while all the time the experts are telling them it's Tetting better.

The change in emphasis on hospice as potentially cost-saving, to hospice at .he
lowest possible cost, threatens to destroy the qualitative difference that is hospice.
The press for “cost containment at any cost” brings with it the danger of less than
adequately prepared individuals providing care in less than adequate circumstances.
The present legislation imposes a devastating amount of paper work and also car-
ries with it the potential for bankru tin% those high quality hospice programs with
ethical commitments to the terminally ill. There is a built-in incentive to take pa-
tients only at the very end, so their sixty-five hundred dollar cap will see them
through. Programs tend to protect themselves by rejecting those patients who have
the greatest need, i.e. those who have no ireimary care giver. This legislation has
given us half a loaf, which in this care may be worth less than nothing.

Because the issues and systems are so overwhelming, patients and families need
help. Programs such as hodspice guide them throughout the process. What we work-
ing in the field want, as no doubt do you legislators representing the consumer/pa-
tient, is preservation of the options and the individualization of service. Hospice
may well not be the only answer, but it is the one whose precepts coincide with
these goals. Now is the time for innovation and experimentation with hospice care
and other comprehensive services for the ill and dying. Ultimately, we must inte-
grate the concept into the United States health system and develop stable patterns
of funding, staffing, and regulation.

There are other areas in which we should be working. Each of us as individuuls
must identify and redefine attitudes and feelings about critical illness, dying and
death. Collectively, we must continue to foster the evolution in societal thinking
that is resulting in a climate today that increasingly allows quiet, private decision
making by the patient, his family and his physician. Hopefully we will never see
another travesty such as the Karen Ann Quinlan case. We must continue to educate
our young physicians concerning the %pecial needs of the aging and dying. We need
to encoura?e more patients to take advantage of such mechanisms as Living Willg
and Durable Powers of Attorney, and at the same time, create laws which allow
them to be effective.

In closing, I plead with you members of the government that in our effort to con-
tain cost, we not decimate the resources that should be available to the dying pa-
tient. Let us ponder the sobering reflection that one day, all of these overwhelmin
problems will confront us. Just what to we want for ourselves and our loved ones’

The CHAIRMAN. Thank you, Dr. Viner.

I would like to start out the questioning, first of all, to Senator
Javits, and then give each member of the panel an opportunity to
ask one question, and then we will come back again for more ques-
tioning.

I would like to, first of all, establish the difference between a
living will and a durable power of attorney.

Senator JAviTs. A living will is a direct expression of the attitude
of the maker of the will toward the disposition of his own body
when he is no longer competent to decide; and when there is medi-
cally no probable likelihood of recovery. It is a testamentary docu-
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ment. And, as I said in my remarks, it is not irrevocable, but it is a
very definite guide to those who must decide for him because he
cannot decide If,

The durable power of attorney is a devolution of authority to an-
other to make any medical decision for the maker of the durable
power. And it is durable because, again, it is irrevocable except by
courts and after clear and convincing froof

Now, at this point, Mr. Chairman, ! think it would be helpful if
Ms. Mishkin was given a few minutes to give you some of the dis-
tinctions as follows. The laws of different States give different au-
thorities to the profession, the medical profession, and to the fami-
lies of the afflicted. And these are important distinctions, as they
mg be a guide to national policy.

t'if the Chair is le, please give Ms. Mishkin a few mo-
ments.

The CHAIRMAN. Ms. Mishkin, you are now recognized.

Ms. Misuxin. I will respond ly to the question you posed. A
very im t distinction between a livln& will and a durable
power of attorney is the that ap&l:cation of the living will is limit-
ed. It applies only to people who have been osed as terminally
ill, and would not apply to many of the very elderly peotple in this

oount?' who are simply getting older, older with more of their sys-
tems aﬂlﬂf, with an unce: prognosis and with an unknown
length of life remaining.

A livﬁ will would be of no use to an elderly person in a nursing
home ess that iB:’rson happened to be diagnosed as clearly
having a terminal illness. In addition, a living will is not valid in
all of the States. I will submit for the committee a list of the States
in which it is not valid.

Ml["l‘he. f<]>llowing information was subsequently provided by Ms.

StatzEs HAVING No NaTURAL DEATH ACT

Alnlkﬁ Hawaii, Kentucky, Massachusetts, Michigan, Minnesota, Nebraska, New
Jersey, New York, North Ohio, Pennsylvania, Rhode Island, South Caroli-
na, and South Dakota. .

Ms. MisHriN. In addition, certain procedural requirements in
living wills vary from one State to another, so that it is not clear
what would happen to an individual who executed a valid living
will in one State and then found himself or_herself hospitalized in
another State, if the two States required different formalities to
execute a living will., o . .

There are also definitional problems with living wills. The physi-
cian or health care provider must decide whether a tg;oi)osed inter-
vention is extraord.mar; care—which may be withheld or with-
drawn according to the directions of the living will—or whether an
intervention is supportive or palliative care, administered to main-
tain the patient's comfort and dignity through the dying process.
There is great consternation now and difficulty in deciding wheth-
er or not providing nourishment and hydration through artificial
means, such as a nasogastric feeding or an intravenous solu-
tion, would constitute extraordinary care that may be withheld, if
appropriate; or whether it is nursing care that must under all con-
ditions be provided.

>
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Roughly a dozen States that have passed living will legislation in
the last year have incorporated a provision specifying that artici-
fial nourishment and hydration must be provided, that they do not
constitute extraordinary care that may be withheld or withdrawn
from a terminally ill patient.

Finally, the most important distinction between a living will and
a durable power of attorney, of course, is that the living will is only
useful for people who want to say no. It is only useful for the
person who does not want extraordinary care continued. Now,
there are many people who might feel otherwise, and there are
many people who might want certain kinds of extraordinary care
provided and other kinds withheld. It is a very personal decision. A
living will is not helpful for those situations. But a durable power
of attorney, whereby you or I or—anyone else—can give authority
to someone else to make health care decisions for us, means that
we then have a spokesperson who will answer the question about
nutritional support or other interventions at the time the question
arises, based upon our medical condition at that time. It means
that if I want all systems go or if I want everything possible to be
done to preserve my life, I can have a 3pokesperson there who will
see to it as vigorously as possible—that it is done. The s?okesper-
sonfsimilarly would see to it that nothing is done, if that's what I
prefer.

Durable simply means that the power-of-attorney does not evapo-
rate when the person who delegates the power becomes incapacitat-
ed. Under prior law, if you were no longer competent, a power-of-
attorney would become void.

The new laws make it possible for the power-of-attorney to con-
tinue in effect even when your competency does not.

The CHAIRMAN. Thank you, Ms. Mishkin.

The Chairman recognizes Mr. Henry.

Mr. HENRY. Thank you, Mr. Chairman.

I really wanted just to follow up on this because I think it is an
extremely important distinction, and it has also been very helpful
to me in making the distinction between the living will and the du-
rable power-of-attorney. I am from Michigan, where we have the
latter, not the former. I note the Senator from New York, the dis-
tinguished doctor from Pennsylvania, all three of us are States that
do not presently allow for living wills. We do allow for the durable
power—of-attorneir,

The living will is more clearly self-directed, although more clear-
ly legislatively circumscribed. The power-of-durable-attorney is a
broader grant of power.

Is there a distinction between the interstate recognition on
power-of-attorney as opposed to living will? That is to say, we have
many problems, of course, with senior citizens who live—well, in
all of our areas that are represented at the witness table, who tend
to prefer, for example, warmer climates in the winter; and many
problems in terms of getting interstate recognition.

I am wondering whether there has been a clear distinction in
terms of which the courts have found more easily to get reciproci-
ty; and, second, related to that, whether you feel there is a need for
some kind of model national statute that would bring greater uni-
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formity in this area to deal with the areas where problems have
occurred.

Senator Javirs. Ms. Mishkin should probably reply on the case
law. As for me, I am very strongly for a national model. We have
enough trouble with this whole subject without having a jurisdic-
tional problem and conflict.

Ms. Mishin, would you help us with the case law?

Ms. MisHKIN. Yes. There has not yet been any court decision
with respect to a durable power-of-attorney, drafted and legally
valid in one State, being put into effect in another. The same is
true of the living wills.

Generally, the durable power-of-attorney statutes are much more
compatible with each other so that transfer from one State to an-
other should not be too difficult. On the other hand, there are
roughly half a dozen States that do require special procedures for
creating a valid durable power-of-attorney. They may require that
it be recorded with the Recorder of Wills or the Office of the Clerk
of the Court. This is a holdover from the days when powers-of-at-
torney statutes were part of the property law. In fact, they still
are, or they are part of the wills and trusts code. Therefore, some
of the States—a very small handful—do have additional require-
ments. As a result, someone who created a durable power-of-attor-
ney, in a State that doesn’t have those additional requirements,
might have difficulty implementing it in a State where those re-
quirements are in effect. There is no case law as yet.

Senator Javits. May I simply add, Mr. Chairman, that whatever
may be the legal problemns, the fact that an individ:al who has ex-
pressed his will on this subject or appointed a surrogate under a
power to express that will through a durable power-of-attorney will
immediately establish a standard for that person, which will help
materially to reduce, on the one hand, the confusion about ascer-
taining the will of.the person facing death; and, on the other hand,
relieve the medical profession to some extent, I think substantially,
of getting into the morass of liability which is so difficult, as the
chairman said originally today.

So I definitely believe a big step will come from the national
model to induce people generally to express their will on this sub-
ject as casually and usually as they make a will fo:dproperty.

The CHAIRMAN. The gentleman’s time has expired.

May I state that the committee will recess very briefly. But
before we do that, I would like to thank Senator Javits, Dr. Viner,
and Ms. Mishkin for their excellent testimony.

We will return to continue the questioning in approximately 60
seconds.

Thank you very much.

[Recess. S .

The CHAIRMAN. The Committee will continue its sitting, and will
now recognize Ms. Lloyd. ‘

Ms. Lroyp. Thank you, Mr. Chairman.

I want to commend you and thank you for holding this hearing
on a matter that does affect so many of our older citizens. And 1
certainly want to thank Senator Javits for being here today to give
us the benefit of his expertise.

£
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All of us know that dying is an inevitable part of life; that where
there is a beginning, there has to be an end. And I do not think
that any of us expect to avoid it. But if we had our choice, I think
that al! of us here would like to go out of this world in a very pain-
less and a very dignified state. Unfortunately, this choice is denied
to many of us.

Along with older age, there is increased risk of crippling and
very painful diseases, diseases that debilitate the body, the spirit
and, all too often, the pocketbook. It is this latter that often con-
trols and limits the options available to us insofar as health care,
cust%daial care, and even the final formalities of a funeral are con-
cerned.

I believe that everyone is entitled to affordable, compassionate,
and competent care. I also believe that the Government has respon-
sibility to shape its programs so that our older people who do have
a terminal disease can choose how they want to spend their final
days here on this Earth. And, certainly, that is what this hearing,
“Dying With Dignity: Difficult Times, Difficult Choice” is all about.

hank you, Mr. Chairman, for letting us have this hearing today.

The CHAIRMAN. Thank you.

The Chair recognizes Mr. Wortley.

Mr. WorTLEY. Thank you, Mr. Chairman.

Senator Javits, in your t;est;imon]y:l a few moments ago, you men-
tioned abuses of living wills and that they could be restrained by
the courts, and you alluded to the litigious society we live in.

Do yon foresee any legal problems with living wills or durable
powers-of-attorney? Might we be overburdening the courts with
such cases, or are we consigning, perhaps, too much power to the
court to make decisions in our lives?

Senator Javits. Well, Congressman, I do not think, to answer the
second part first, we are giving the courts too much power. They
have had that kind of power for the duration of our Republic and
our appellate procedures and other safeguards. I think it has kept
us out of deep trouble.

We are a litigious society. Our courts are very heavily burdened.
But I think the compensation is that we will be reducing their bur-
dens if people can evidence in a binding way their own desires.
And I do not think we will be increasing the totality of litigation.

In addition, finality is critical here for those who are in the medi-
cal profession and for people who are facing these awesome deci-
sions themselves. So I do not consider our court congestion an ob-
_stac}:. I rather think that we will be lessening rather than increas-
ing it.

r. WORTLEY. I wonder if I could ask Counselor Mishkin, What
do you think the alternatives are if all States do not adopt the
living will statute?

Ms. MisHkIN. W=ll, the alternatives are clearly more litigation.
One of the problems we have now is that despite the tradition that
a spouse or an adult child has authority to make health care deci-
sions for an incapacitated adult, in fact, their authority to do so is
clear in only about a dozen States. In all of the other States, there
is no clear legal authority for a spouse or an adult child—or a
brother or sister or any family member—to make a health care de-
cision on behalf of an ill on an incapacitated adult. So we are faced
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with uncertainty on the part of the health care providers—the hos-
pital, the hospice, the nursing home—as to whether or not to follow
the directions given by a family member. And whenever they are
uneasy about that which the family member requests be done or
not done, they will go to court. That is the alternative that these
documents are designed to avoid. Going into court is time consum-
ing. Normally, it does not even help the patient in question be-
cause the patient typically dies before the court renders its deci-
sion. It may help sugsequent patients.

In addition, it is demeaning to the patient to have to go to court
and to have an incompetency proceeding and guardian appointed.
Unfortunately, that is the on y alternative we have right now,
until more people sign these documents.

The CHAIRMAN. The gentleman’s time has expired.

Mr. WortLEY. Thank you, Mr. Chairman.

The CHAIRMAN. The Chair now recognizes Mr. Vento.

Mr. Vento, it has been decided to ask one question per member.

Mr. VENTO. Thank you, Mr. Chairman.

I do not have a great deal to question the distinguished Senator.
Now I think that much he reflects, as our own late, great friend,
Hubert Humphrey, who he worked so well with in the U.S. Senate,
from our State of Minnesota, we are so proud that you are still in
the vanguard leading the way, attempting to bring a light on the
public policy path that we have to follow with regard to health
care and to this very sensitive issue. .

It is so hard for us, obviously. No one can speak with authority
unless he has been there, unless he is experiencing it. And this, I
am sure, will be an important catalyst as we attempt to develop
public policy in Congress with regard to this issue.

And the real problem today, Senator, if I might say, is the fact
that not only are we pulling back in some pPrograms because they
have problems, but we are not out there leading the way with the
new programs, whether it is the hospice, whether it is chemical de-
pendency problems for the elderly, whether it is many other prob-
lems. And I am not so concerned about trying to repair the trans-
gressions and imperfections of programs. After all, that is part of
the public process that we are all involved in in terms of trying
to—the competition of good ideas and trying to promote those.

But what I am most concerned about is that we are not replacing
them and addressing what are sincerely the concerns of the 1980’s,

I am happy to note that we can make hospitals the last resort in
terms of—but we have to have an appropriate type of health care. I
think that is the message. And we have to have appropriate care
for people. We do what we can for their health, but then we have
to deal with the psychological effects and all the other problems
that are inherent in life and in the process of death.

So we are very grateful for your shedding light on this, and I
think and hope it will be a catalyst so we can address these con-
cerns in a positive manner in the future. And we are grateful for
it.dI want to commend the chairman for his calling this hearing
today. :

The CHAIRMAN. Thank you, Mr. Vento.

The Chair now recognizes Mr. Falwell.
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Mr. FaLwELL. My question could be directed to either of the wit-
nesses,

We have delved primarily upon those instances where people can
evidence, hopefully in a binding way, their decision, in using the
living will or the durable power-of-attorney. Hopefully, we have
some good chance of a binding decision being recognized.

Mention was made of the Quinlan case. For most of us, who have
not executed such living wills or durable powers-of-attorney, what
can we do in trying to delegate others by means of the law to make
those binding decisions? You talked about the National Model Law.
Won't that be extremely controversial?

Senator JAvits. My judgment is that the one law in all the 50
States will be helpfu{, and public education which we are engaged
in right now, thanks to you Chairman Roybal, is very helpful. And
it may be possible to construct a national model statute; then to
enlist the Bar Association and other similar agencies representing
the people to make this a bandwagon effort. It has just begun.

Senators had a symposium under the jurisdiction of the Aging
Committee and this has now occurred in the House.

I yield to Ms. Mishkin.

s. MisukIN. Thank you, Senator.

I did want the record to reflect the fact that model laws have
been approved by the Commissioners on Uniform State Laws: One
involving health care consent, which would provide legal authority
for family members to consent to health care on behalf of adults;
and anotKer on rights of the terminally ill. I will provide copies of
those model laws for your record.

gee appendix 4 for material submitted by Ms. Mishkin.]

r. VINER. The problem in the Quinlan case—and I know Mrs.
Quinlan—was that the hospital and the physicians involved would
not respect the wishes of the family and were afraid that medical/
legal issues would preclude their safety in doing that. In most
cases, this is very simply and quietly, laws available or no laws
available, we make those decisions every day because we have to,
and there is no fanfare, no fuss, no publicity, and it is quiet and it
is private. And it is getting easier because societal thinking is
chan 'n%. Half a dozen—more than that—10 years ago, you usually
got the family requesting one last goal line stand, and there was
always to be another one. And today, more and more, that is no
longer the case. Families are willing to give up sooner; do not want
to see loved ones subjected to becOmin%l biomedical subjects and so
forth. We are much less often getting that pressure. We are quietly
making these decisions.

The public education that Senator Javits talked about is ex-
tremely important. That is how tte evolution is taking place. That
is how it will further take place.

The CHAIRMAN. The Chair recognizes Mr. Biaggi.

Mr. Biacci. Thank you, Mr. Chairman. I apologize for being late.
I was at another committee, marking up an important bill.

I would like to take this occasion to say hello to an old and dear
friend, respected, revered, and loved man that I have worked with
in the Congress on legislation, Senator Jack Javits.

I recall—and you may not remember, and I was a little younger,
I was a letter carrier on the west side when you had the temerity,
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the audacity to run for Congress as a Republican on the West Side
of Manhattan. And you showed the way. The store keepers were
telling me, he is the only candidate that ever came and opened the
doors and greeted us. Many have followed that pattern and have
proved to be successful, as you were. But, more than that, you con-
tinued on to fight for people while you were a Member of the
Senate. And those were heroic fights because oft times you were
alone. But time and events and experience certainly confirmed the
fact that you were correct. A

You are to be admired even more greatly now. My respect for
you has no bounds. It grieved me when you left the Senate. It
{Jleases me to see you go on dauntlessly and indefatiguably in your

ife’'s commitment to helping human beings. Your courage is inspi-
rational.

Jack, it is a delight to see you.

Senator Javits. Thank you, Congressman. As you said, you are
an old and dear friend. It makes my continuance in an active life a
very rewarding one. Thank you very much.

And while I've got the floor for a minute, I would like to thank
Congressman Vento, tou, for invoking the name of one of my
heroes, Hubert Humphrey, whose spirit must be hovering over us
right now.

Thank you very much.

Mr. Biagal. Thank you, Senator.

Thank you, Mr. Chairman.

The CuairMAN. Thank you.

The Chair recognizes Mr. Boehlert.

Mr. BoeHLERT. Thank you, Mr. Chairman.

All three of the panelists have given us a lot of food for thought.
It is going to take me some time to adequately digest it. But I do
wish to make this observation, following through on the comments
of my distinguished colleague from New York.

Senator, I view you as a national resource. You have got an un-
canny ability to elevate discussions on very imggrtant, far reach-
ing, and emotional issues to the highest level. And I can say per-
sonally to you that in my public career, speaking for me, personal-
ly, you have been an inspiration, and I think you are to a great
many, many others in this body and across this country. And I just
want to thank you from the bottom of my heart.

The CHAIRMAN. Thank you, Mr. Boehlert.

Mr. Ford?

Mr. Forp. Thank you very much, Mr. Chairman, for allowing me
the opportunity to comment on this issue that we as a nation must
address today.

But before I make a brief comment—I have no questions, Mr.
Chairman—I would like to join my colleagues in thanking our very
distinguished former Senator, Mr. Javits, for his appearance today
and testifying before the full committee.

Mr. Chairman, I would just like to put several questions before
the panel and the audience today and really not expect the Sanel
to respond. But do we as legislators have the authority to deter-
mine who should live and who should die? Do we as a nation have
the right to take away life, life from persons who have undergone
unknown amount of pain and suffering? And do we have the right

57-754 O - 86 — 2
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to move medical resources from one person to another simply be-
cause one case seems more terminal than the other?

And with all due respect to this distinguished panel, these deci-
sions have to be made with the underlying belief of saving life and
not ending them. And I certainly have all the respect in the world
for this committee chairman and this hearing today, but I think
that we, as a group of legislators and the Congress itself, should
take into consideration what is being said before this committee
today and other information we are privy to. And, hopefully, we
can take this information and bring about some needed changes in
this area, but at least still let these questions be at the top of the

enaai.

With that, thank you very much, Mr. Chairman.

The CHAIRMAN. Thank you, Mr. Ford. You can be sure that that
is the subject matter that will be definitely discussed and debated
in this committee. When legislation is presented, it will be debated,
dischssed, and rediscussed in the various committees through
which it will travel. It will finally get to the House and we hope it
will glet to the Senate. It will also be debated in discussion there.
And I believe that the proper decision will be made at the time
final passage of any legislation that addresses itself to this particu-
lar problem.

I thank you for your comments.

The Chair now recognizes Ms. Meyers.

Ms. MEyYERs. No questions, Mr. Chairman.

The CHAIRMAN. Ms. Bentley?

Ms. BENTLEY. I have a comment, Mr. Chairman. I just want to
say that I know some excellent points have been made here today.
And this is a very important topic, “Dying With Dignity: Difficult
Times, Difficult Choice.” )

I have a very—I had a personal decision to make a number of
Kg:rs ago when my mother—after she had suffered a stroke and

n an invalid about 4 months, and then went into pneumonia.
And they wanted to give her additional life-saving—the IV’s and
all that. And although she couldn’t talk, she screamed “no, no, no.”
And I knew from other discussions I had with her that she just did
not want to be kept alive in this manner. It was a very difficult
choice for me to say let her die with dignity.

At the same time, I do want to express my tremendous respect
for Senator Javits. While a newspaper reporter covering Capitol
Hill, I always found him very important in giving me information,
correct information about what was going on. And as I have read
about his continued activities of lecturing and passing on to those
who are younger his font of knowledge and his experience from
real life, my hat is off to you and God bless you.

Senator Javits. Thank you very much.

The CHAIRMAN. The Chair recognizes Mr. McCain.

Mr. McCaIN. Thank you, Mr. Chairman.

Before I was able to serve in the Congress, I spent a number of
years.working over in the U.S. Senate. During that period, I had
the distinct honor and privilege of working and traveling with Sen-
ator Javits. And I believe that he brought honor, dignity, and bril-
lience to that body as he does bring to this issue today. And I am
very deeply appreciative.
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I am convinced that your presence here, Senator Javits, will go a
long way toward easing the pain of millions of Americans as they
face, what you describe, should be greeted with dignity and beauty.

I have a question for Dr. Viner.

Dr. Viner, in your written statement you mention that home
care faces two challenges. One is technolog}w;; it is being transferred.
And I quote from your statement: ‘“From the hospital to home care
and, as a result, the choices concerning the use of this technology
become even more complicated.” ‘

The other challenge you discuss is Medicare. It is putting in-
creased J)ressures on families providing home care. The DRG en-
gendered earlier discharges, and therefore require increasingly
skilled home supervision.

Could you give us some recommendations that you believe need
to beo made in Medicare in order that these challenges be over-
come?

Dr. VINER. Yes. I think that——

Mr. McCaiN. And before you answer, I also would like to com-
mend you on your article which I have read, ‘“Life at the Other
End og’ the Endo-Tracheal Tube: A Physician’s Personal View of
Critical Illness.” I believe it should be made required reading for
every physician in America.

Dr. Vingr. Thank you very much, sir.

The problem with the home care is that this is a tremendous
burden, obviously, for inexperienced family members. And very
often, the patients are now being forced to go home sooner and
sooner. DRG, engendered early discharge, means that because of
the economic pressures on us to get dpeople out of the hospital
quickly, they are going home sicker, and they are going home need-
ing more equipment. We are not talking about hfe—sustaining
equipment and respirators, but simply that they are very sick an
need a lot of apparatus and skill to take care of them. Families are
not prepared for that.

4 So the families are sort of caught in a bind here and so is the
octor.

I think we need to simply expand the benefits a little bit more.
We spend a lot of money in this country on health care that we are
learning how to conserve somewhat. But this is not the right place
to serve it. This is an unbiquitous problem that is going to happen
to everyone. And a little more generosity here—take it away from
someone else, perhaps, but don’t skimp here.

I think what happened is that we started to make decisions to
decelerate care for the dying patients. That was right. Then all of a
sudden this looked like a place where we could save a lot of money.
And getting them home, that seemed like a good idea. So we save
more money instead of being a $500 a day bed. But we have over-
done it a bit, and we have got to get off of that a little bit and
spend a little more money; get patients home with a little more su-
pervision than we are able to nrovide now and so forth.

But we are getting there. The system is going to sort itself out.
And I think there have been extremely important developments in
the last several years.

The CHAIR. Thank you, Mr. McCain.

Ms. Meyers?
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Ms. MEYERS. Mr. Chairman, I do think that this is an extremely
controversial subject.

When I was chairman of public health and welfare in Kansas, I
realized—this was in the State senate—I realized that due to an
unusual provision in our guardianship laws that if an individual
has a guardian in Kansas, no one can make the decision to with-
draw heroic measures to preserve life.

We drafted a law that said that if that person who had a guardi-
an, if two doctors said that we were not really extending life but
just prolonging the dying procedure; if there was a court procedure
where the individual who had the ﬁuardian was represented by
counsel and it was determined that this was in the best interest of
that patient and was truly his desire when he was competent to
make that decision, then this decision could be made by a family
member—the guardian, usually—and the doctor.

However, it just turned into a terrible fight. There were those—
well, the same groups that came in and opposed the living will,
when we passed it in the State of Kansas, came in and opposed this
vigorously. This was not my bill, but because I was chairman of the
committee, I was carrying it on the floor of the Senate, I was called
a murderer. And, finally, because of this kind of controversy and
mailings to everybody saying that we were murderers and all that,
we withdrew the bill from the floor of the Senate and took it back
to committee.

I just think that before a bill like this can be passed, there has to
be a great deal of public education, that we do whatever we do very
very carefully because it is fraught with controversy and real
anger.

Senator Javirs. Ms. Meyers, if I may just say a word; the an-
guish goes with the job, and that is what we are doing today. It
certainly is not easy for me. And as I said before, I am one of those
facing it. I know what is right and I know it will quiet controvers
rather than stir it up as we know the confrontations and anguis
the families have who face these decisions, and don’t know what
the person concerned would have done. And so I think we are in
the process right now, thanks to Chairman Roybal, of doing what
you say we must do. And so leag as I can, I will continue.

Ms. Mevers. Well, I admire you tremendously and have been a
fan of yours for a very long time. It is good to be with you today.

Senator Javirs. Thank you.

The CHAIRMAN. Thank you, Ms. Meyers.

We all probably notice that a little while ago we recessed for a
brief 60 seconds. All that, of course, was for the benefit of televi-
sion. We continued then with the hearing, and now would like—if
you all would remain exactly where you are sitting now, we have
two other witnesses. They are made available to us by the Close Up
Foundation, a foundation that works very closely with this commit-
tee, who is very much interested in these problems.

These witnesses, one of them comes from Tempe, AZ, Mae Chert-
koff; and the other one comes from Moorhead, MN. Both would
like to take a few minutes to tell us of their personal experience.

Would they please take the ‘microphone there? Mr. Dean
Bowman and Mae Chertkoff.
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STATEMENT OF MAE CHERTKOFF, A PARTICIPANT IN THE CLOSE
UP FOUNDATION GOVERNMENT STUDIES PROGRAM FOR
OLDER AMERICANS

Mrs. CHERTKOFF. Mr. Chairman and members of the committee,
on behalf of myself and other participants in this week’s Close Up
Program for older Americans, I thank you for the opportunity to
express my views on this critical issue facing this committee.

The cost of medical care is staggering, but the emotional impact
is stressful and heartbreaking to all members of the family. Our
brother was ill with terminal lung cancer, but the doctors contin-
ued with hospital care and treatment until the end. When I asked
the doctor to stop the agonizing torture of prolonging the life of
agony with no hope of life, the answer I got was, “I’'m not God.”

The medical bills that came in the last 45 days of prolon%ed life,
even God would forbid. Who has the right to decide? I believe in
the living will. T can decide my fate at the time of terminal illness
while I am still in sound mind, like now.

Thank you.

The CHAIRMAN. Thank you. Dean Bowman?

STATEMENT OF DEAN BOWMAN, A PARTICIPANT IN THE CLOSE
UP FOUNDATION GOVERIJMENT STUDIES PROGRAM FOR
OLDER AMERICANS

Mr. BowMman. Mr. Chairman and honorable members of the com-
mittee, I am pleased to have the opportunity to testify before you
today, and I appreciate the opportunity you have given the Close
Ulf oundation to present this hearing.

n February of this year, my mother, who was 91, decided that
food was an enemy and refused to eat. After 2 weeks in three dif-
ferent hospitals and three different doctors interspersed with a
week in the skill nursing facility of a nursing home, my wife and I
decided to take her to our home. ' o

We had a special circumstance in our home to be able to provide
the kind of care required. My wife is a homemaker, and since my
retirement from teaching, my work and my workshop is attached
to my home. We were, tﬁerefore, able to look in on my mother 24
hours a day. We were also given assistance and the support of the
Hospice of the Red River Valley.

The hospice program was complete in so many ways. They not
only provided all medication required, but provided a registered
nurse on call 24 hours a day. My mother died peacefully 22 days
after bringing her home from the last hospitalization.

There is one fortunate aspect of our experience. My mother was
fully alert and in command of all of her faculties right up to the
last day. Prior to leaving the hospital on her last confinement, she
demanded that the nasal-gastric feeding tube be reraoved. This re-
quest was honored by the attending physician. We were thus re-
lieved of the responsibility to make decisions regarding life-support
systems.

We were extremely lucky. My wife and I decided that we should
relieve our children of the responsibility of having to make deci-
sions about our lives. We had cur attorney draw up living wills,
outlining our wishes regarding all the basic aspects of our death,
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from lifesupf)ort systems or extraordinary measures to support life,
to our burial.

Mr. Chairman, I would support legislation which allows an indi-
vidual the option of determining the type of medical treatment he
or she would receive in the event of a terminal illness, and the
le%‘al recognition of such documents that state such options.

hank you, Mr. Chairman.

The CHAIRMAN. Thank you very much, Mr. Bowman.

I would now like to as{ one last question. I know we promised
you, Senator, that we would be adjourning around 11:30. And I am
sure that you will stay for just a few more minutes.

And that is a question that is constantly asked of me and this
committee. I am asking this question of Dr. Viner, Senator Javits,
and Ms. Mishkin.

As a sort of worst case, what should happen with the elderly
person who is terminally ill, incompetent, alone, poor, and without
any agvanced directive? Who should decide and how in that in-
stance?

l?)r. Viner, would you like to take a crack at it first? Or the Sena-
tor?

Senator Javirs. I would think that in that case the courts would
finally be the arbiter, and they could a point a guardian on the ap-
plication of a hospital or other medical institution to represent the

rson in question. And then an effort would be made to ascertain
rom that person’s history what miiht have been that person’s de-
cision. In the absence of that, if there is no proof available, the
court would have to determine whether the likelihood would have
been that that person would decide that life was not worth endur-
ing under the condition which the person faced.

n short, I think that with the advice and factual testimony of
whatever was available, even if it were the doctor alone, a court
would have to decide the issue if presented. And that would repre-
sent, subject to rights of appeal, finality. I do not see any other
way.

Ms. Mishkin, would you have any other view on this?

Ms. MisHkir. I agree entirely with the Senator’s response. I
would add only that in making a decision, the court, I hope, would
look at the burdens and the benefits of what is proposed for the
patient, in view of the patient's current condition; and in looking
at burdens, to look not only at the immediate pain engendered and
the invasiveness of the procedure under consideration, but what
that would do to the dignity of the individual. For example, would
this patient have to have her hands tied 24 hours a day, as they
sometimes do in nursing homes, to prevent removal of a NASO-gas-
tric tube or of intravenous feeding equipment?

The CHAIRMAN. Dr. Viner?

Dr. VINER. Well, of course, I agree with both of my colleagues
here. But, hopefully, what we would like to see is that physicians,
through education and, again, further societal evolution, come to
the point where they are comfortable not to let some of these mon-
strosity circumstances develop.

Now, the two most important decisions about a respirator are,
No. 1, whether to put the patient on it in the first place; and, No.
2, whether to stop it. But if you do not put the person on in the
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first place, when it is inappropriate, you do not get yourself into
the kind of terrible problems that we sometimes have to face. So
this puts a lot of responsibility on the physician when there is no
family and so forth, but with society’s support, we make these deci-
sions when we have to because there really is not any other way.

So, in summary, yes; if it comes to a need for a legal decision,
that would be the way, obviously. But, most often, I think it will
happen just quietly without a lot of fanfare. And the more that
does occur in a way that is dignified, the more comfortable every-
one will be with these kind of decisions. The more excitement and
emotion, and whatever, that is stirred up by a case like Karen Ann
Quinlan’s, then the more the country gets all stirred up.

And to a degree, though, it is a poor analogy because it sounds
undignified, but we are making a mountain out of a molehill in so
many cases in the sense that we act as though there is this deci-
sion. There is no decision. Mother Nature, the Good Lord, however
you look at it, has created a physical circumstance where there is
no alternative. We only think there may be alternatives, so we
make all this commotion over things that, unfortunately, there
really is no decision to make, so often.

The CHAIRMAN. Thank you, Doctor.

I am sure there are many more questions that members of the
committee would like to ask the panel, but we will be unable to do
that because of the lack of time. If there are any pressing ques-
tions, they will be submitted to you in writing, and we know that
you will respond as soon as possible.

Before adjourning t™-is hearing, I want to express my deep appre-
ciation and my thar .. to our distinguished guests, Senator Javits,
Barbara Mishkin, and Dr. Viner for their remarks and the com-
ments that they made and shared with us today.

This has been somewhat of a depressing hearing, but is a most
necessary hearing that I believe has to be duplicated in every State
in the Union. I think we have responsibility of going throughout
the Nation and holding these hearings. This is not only good educa-
tion for us, the Members of Congress, but it serves as good educa-
tion, I believe, for the public in general.

We would like to thank you for the work that you have done,
Senator; Dr. Viner; and I sincerely hope that we can continue to
work together in finalizing something that will be of benefit and be
directed to this problem.

I would like to also thank the president of the Close Up Founda-
tion, Mr. Steven Janger. You know, he not only came himself, but
he made possible a great deal of our audience. He brought with
him approximately 100 senior citizens. And he also made it possible
for us to be on television this morning.:

My thanks, also, to each and every one of the people who are
here. Your interest is of great importance to this committee. We
want to be closely associated with you and work with you in any-
thing that pertains to any particular problem with regard to the
senior citizen community of the United States.

Thank you very much. And the meeting is now adjou.ned.

[Whereupon, at 11:40 a.m., the hearing was adjourned.]
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FOREWORD

Today | am releasing this report to the House Select Committee on
Aging ond the House of Representatives which describes the dilemma
focing America's terminally ill persons and calls for federal and state
action to better assist the terminally i1,

Taken together, this report and today's Committee hearing, "Dying
With Dignity: Difficult Times, Difficult Choices," are a critical first step
in moking the Congress and the public aware of the dilemma faced by
terminally ill persons and their families. However, awareness of the
dilemma is not enough.

The second step, as outlined below, is to analyze the research and
knowledge on the terminally il and to explore options for dealing with the
issues surrounding the terminally ill and their care. In this regard, the two
upcoming onalyses by the QOffice of Technology Assessment, prepared at
the request of the Committee on Aging and other House and Senate
Committees, will be two very valuable tools. A preliminary view of these
two analyses is provided in Section Il of this report.

With these analyses in hand, the third and most critical step will be
for the federal and state governments, the medical and legal professions,
and the terminally ill and their families to join together in developing those
polizies which will give the terminally ill more control over medical
treatment decisions.
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DYING WITH DIGNITY: 3
DIFEICULT TimkS, DIFFICULT CHOICES

SECTION 1. ISSUES SURROUNDING AMERICA'S TERMINALLY ILL AND
THEIR MEDICAL TREATMENT.

BACKGROUND ON MEDICAL TREATMENT FOR THE TERMINALLY ILL.

Death is not a subject limited to the elderly. However, elderly
persons in our society are in a uniquely wulnerable position because of
factors such as advanced age, constrained financial resources and physical
incapacity, to mention but o few. These factars, alone or in combination,
can - scverely impair elderly persans' abilities to manage and care for
themselves even when they desire and are physically able to do sa. Also,
many elderly persons experience a period aof prolanged chronic illness
before dying, unlike an acute medical crisis or trauma situation more
common in younger patient populations.

Under these circumstances, terminally ill persons should maintain
control over their own lives to the greatest extent possible. This includes
the freedom to make their own medical treatment decisions. Yet, we want
to know that the decisions they make are truly their own, and not the
nroduct of externol forces. These forces might include financial pressure
either on their families or their physicians and hospitals.

The control over medical treatment decisions remains a controversial
issue. Many people are most concerned about the terminally ill person's
lack of a right to have medical treatment. Many other people are most

concerned chout the terminally ill person's right to refuse medical
treatment. Given this lack of agreement, these decisions are and should
remain very personal decisions. Clearly, the terminally ili need to be

protected -- they need both the right to have medical treatment and the
right to refuse medical treatment. *

CONFLICTING PRESSURES. In our efforts to help terminally ill persons
maintain decision-making control, we must keep in mind that improvements
in medical technology have given us a much greater ability to sustain life
than in the past. However, this same medical technology has created very
difficult choices for dying persons, their families, their physicians and
society os o whole. Tragically, the dying person is the one who is being
trapped in the middie - trapped in a "Catch-22" situation.

*  Under current law, people do have the right to refuse medical
treatment. However, current law does nat guarantee that people have the
right to have medical treatment.
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On the one side are the physicians with an inherent desire to sustain
life. Physiclans face a dilemma as they fight to keep the dying person alive
while also trying to respect a dying patient's decision to refuse medical
treatment. On the other side are the national policy-makers who continue
to cite the high cost of caring for the dying. Some policy-makers imply
that the dying have a duty to die and make way for the living.

ETHICAL CONSIDERATIONS. Under the stressful circumstances of
terminal illness, a shift in decision-making power from terminaliy ill
persons to other decision-makers tends to occur. The decision-making
freedom of terminally ill persons may be subtly subsumed by others in
carrying out what surrogate decision-makers perceive as their role. In
some instances, this shift in decision-making occurs outright due to a court
pronouncement of mental incompetency and appointment of legal guardians
for the terminally ill.

The consequences of such infringements on decision-making power are
drastic. Terminally ill persons may no longer have control over the most
personal experience they have faced in their lives -- their own death. To
the extent possible, society may want to honor the desires of terminally ill
persons who want or do not want a protracted existence on artificial |ife-
support systems. However, we must also protect the terminally ill from a
coerced, involuntary decision whether it is to have or to refuse medical
treatment.

COMPETENCY CONSIDERATIONS. The right to consent to or refuse
treatment is a legal and ethical right of all mentally competent patients.
This basic right continues to exist even when the patient subsequently
becomes mentally incompetent. However, there is a legal distinction
between the competent and incompetent patient insofar as their rights with
respect to medical treatment. If a patient has been determined
incompetent, someone else must make treatment decisions on behalf of the
patient.

Because of this legal distinction, the mental competency of
terminally ill persons to make decisions about their medical care is a
central issue in medical decision-making. Determinations of incompetence
deprive terminally persons of their freedom to exercise their right to
consent to or refuse medical treatment. For the e!derly patient who, for
example, has been placed in a hospital or nursing home, is heavily
.medicated and is frightened by unfamiliar impersonal surroundings, the
issue of competence is glaring.
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Because of the potentially devastating consequences that
determinations of incompetence have on the liberty of terminally ill
persons, there is a need for a consistent and uniform approach in
competency determinations. One legal standard receiving growing support
is that of whether patients, including terminally ill persons, understand and
appreciate the nature and consequences of their decisions regarding
medical core. There is still much controversy, however, surrounding the
following questionss

1) Who is questioning the patient's competency and why?

2) In what forum should competency determinations take place --
the hospital or the court?

3) Who should perform the competency determination?

4) What should be the consequence of a determination of
incompetency?

SURROGATE DECISION-MAKING CONSIDERATIONS. If terminally il
persons are determined to be mentally incompetent to make treatment
decisions, the crucial questions become:

1) How should surrogate decision-makers be designated?

2) Who should be the surrogate decisionmakers (e.g., family
member, friend, attorney)?

k)] What decisions may they make (i.e., what forms of medical

treatment can the surrogate consent to or refuse on behalf of
the patient)?

Terminally ill persons who have no one to act on their behalf in
making medical treatment decisions present a special problem. One
response by the States has been to provide for public guardianships
appointed by a court.

Public guardianships have received some criticism due to the
potential conflict of interest when public agencies have been appointed as
guardians of wards, but are simultaneously providing services to the wards
under restrictive cost constraints. For purposes of accountability, if public
agencies are appointed as public guardians, the appointments should be
carefully and narrowly circumscribed to the power to act only in the
specific situations in which the wards are incapable of acting on their own. -

ADVANCED DIRECTIVE CONSIDERATIONS. More and more attention is
focusing on increasing the terminally ill person's control over their final
medical treatment decisions. There is a growing push to get the public to
think ahead and make some type of advanced directive. These advanced
directives may be a "living will" (more appropriately termed a "natural
death declaration"), a durable power of attorney or some other form of
advanced directive.
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The various legal devices that exist, such as the durable power of
attorney and the "living will", may serve to enhance the ability of the
terminally {ll to have their desires carried out in the event that they are
hospitalized and become mentally incompetent to make their own
treatment decisions. However, since some of these mechanisms have not
been tested in the courts, their application to the context of medical
treatment decision-making remains questionabls:.

States are wrestling with various approaches to enable people to make
an advanced directive. As of 1985, 35 States and the District of Columbia
have enacted legislation variously termed "natural death" acts or "iving
will" statutes. While progress is being made by the States, there Is stili
much to be done. As one example, the lack of uniformity and reciprocity
among states with similar "advanced directives" statutes leaves in doubt
the enforceability and effectiveness of an advanced directive executed in a
State different from that in which terminally ill persons are hospitalized.

While executing an advanced directive is certainly to be encouraged,
there is some question as to how many people will actually execute an
advanced directive. Even today many people do not plan chead and die
without any type of ordinary will. In the case of persons who have always
been incapacitated, there is na opportunity to make an advanced
directive. In the case of the poor, the cost of executing an advanced
directive is one more expense they probably cannot afford.

OTA STUDIES ON DEMENTIA AND LIFE-SUSTAINING TECHNOLOGIES.

In the course of the House Select Committee on Aging's examination
of the plight of America's critically and terminally il persons, we saw the
need for an indepth assessment. The Committee, along with several other
House and Senate Committees, requested that the Office of Technology
Assessment (OTA) conduct two major studies. The first study is on
dementia. The second is on life sustaining technologies. A preliminary
view on these two studies is provided in Section Il of this report,

The first OTA study is entitled "Disorders Causing Dementia." This
will cover a range of issues from research on the causes of dementia to the
legal, financing, social and ethical implications for the victims, their
families, and society as a whole. Since certain forms of dementia, most
natably Alzheimer's, are debilitating and terminal, this study will play an

- important role in examining the issues surrounding dying with dignity.
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OTA is also engaged in a second study which is entitled "Life-
Sustaining Technologies and the Elderly." This second study focuses on
developments in life-sustaining technologies. The study also examines the
tegal, financing, social and ethical implications of these technologies for
the elderly and the non-elderly. As medical science continues to advance
its ability to sustain life, new questions will arise as to how to use these
technalogies, how to pay for them, what their impact is on the quality of
life, and what are the rights of the terminally ill to refuse or require their
use,

The Committee looks forward to learning from these two OTA
studies. However, we also recognize that they will not be available for
another year. In the interim period, we must continue our efforts to better
assist the terminally ill.

CALL FOR ACTION ON BEHALF OF THE TERMINALLY ILL.

As described above, America's terminally ill are trapped in a tragic
"Catch-22." While some policymakers pressure the terminally ill to make
way for the living, physicians and other health care providers fight to keep
the terminally ill alive. All parties need to accept that the terminally il!
should have both the right to have and the right to refuse medical
treatment. The terminally ill should be free to exercise both these rights
without undue pressure.

Though we have much to learn about how best to relieve the
pressures, enough is known so that we can better help the terminally ill.
Based on an initial review of the problem and of the available solutions, |
am recommending the foliowing actions:

Societal pressure to contain health care costs should not be applied to
the terminally ill. They already face incredibly difficult decisions
with respect to refusing or requiring medical treatment. The victims,
in this case the terminally ill, should not have to carry the extra
burden of society's desire to contain health care costs.

Catastrophic out-of-pocket health cost burdens for the terminally ill
should be limited so that they do not create undue financial pressure
on the terminally ill or bankrupt the family. Currently, the out-of-
pocket cost burden on the terminally ill and their families can be
astronomical and can result in decisions to refuse medical treatment
that are not in the best interests of the terminally ill person.
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All States should have avallable legal mechonisms to enable people to
make advanced directives with respect to having or refusing medical
treatment. In addition to enacting the basic legislation, the States
need to address the Issues of the lack of uniformity and reciprocity
currently existing ocross States and affordability and accessibility for
the poor and near poor.

In determining the of patients, including terminally 1il
persons, fo consent m medical treatment, their rights should
be carefully protected. Much hinges on the determination of
terminally ill person's competency or Incompetency. Since decision-

Ing pawer, especially In the absence af an advanced directive, for
a terminally ill person may be lost quickly and the consequence may
be irrevocable, it is critical that competency determinatians be
carried out in a manner which serves the best interests of the
terminally {ll person.

For those terminally ill persons who are not competent to make
medical treatment decisons, the courts should provide continued
oversight of the designated surrogate decision-maker. In making
decisions on behalf of a terminally iil person, many competing
financial, ethical and societal interests may try to influence
treatment decisions. As a result, the courts need to closely monitor
the actions of court appointed surrogate decision-makers.

Physicians, nurses and hospitals should be sensitive not only to
terminally ill persons' request to have life-sustaining medical
intervention but also to their request to refuse medical treatment.
No one wants health care providers to reduce their commitment to
care for and sustain life in their patients. However, there is a need to
balance that commitment with the commitment to provide the
medical treatment that is best for the patient, as defined by the
terminally ill person or their designee.

A "bill of rights” for patients, in-‘wling terminally il persons, should
be offirmed legislatively; o nationwide public education program
should be developed by federal and state governments to educate the
public as fo what are their rights with respect to medical decision-
making. Though many rights of t- minally ill persons may be clearly
understood by lawyers and physicians, this is far from the case for the
terminally ill and their families. There Is a great need to make the
public more aware of what are the rights of terminally ill persons and
what are the options for exercising ase rights.

Now Is the time for federal and state gevernments to reljeve the
cost-related pressures on terminally ill persons and to give them the legal
vehicles which will give them adequate con’ ‘of over their final days. Now
is the time for physicians and other . .,4 care providers to be more
sensitive to and suppor ve of the final v snes of America's terminally ill.
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SECTION lI. ISSUES SURROUNDING THE IMPACT OF LIFE-SUSTAINING

TECHNOLOGIES AND DEMENTIA ON MEDICAL TREATMENT FOR T
TERMINALLY ILL., * R THE

MRS. A

Mrs. A is an 82 year-old woman who has been in a
hospitol intensive care unit for 4 weeks following o stroke, A
ventilator [s being used to maintain her breathing.
Intravenous nutritional support and hydration are being
provided since she cannot eat or drink while on the
ventilator. Mrs. A cannot speak because of the ventilator and
cannot write due to paralysis caused by the stroke. The
hospital stoff and her family have noticed that she is much
more olert and responsive now than she was immediately
following the stroke. They believe she usually understands
what is said to her and that she is aware of her physical
condition,

Mrs. A's doctor believes that her condition has
stabilized and that she will probably need the ventilator for
the rest of her life. The doctor has discussed this with Mrs.
A's only daughter, and the daughter and several other
relatives have talked to the hospital social worker about
finding a nursing home that will take Mrs. A, Mrs. A's sister,
whom she has lived with for many years, refuses to take part
in the family discussions, She says that Mrs. A told her many
times that she did not want to be kept alive "on machines”.
The sister and @ nurse on the evening shift say that they
asked Mrs. A if she wanted the ventilator removed even
though it meont she would die. She nodded yes. Because Mrs.
A has no written document to support her wishes, the haspital
administration will not ollow the discontinuonce of the
ventilator or the intravenous nutritional support.

Mrs. A, however, cannot remain in the intensive care
unit becouse the bed is needed for a more critically ill
patient. She con be tempororily transferred to a regulor
medical unit, but the cost of her treatment has already
exceeded what Medicare will poy the hospital for treatment
of her condition, and the haspital administration is urging the
doctor to make plans for discharge. The hospitol sociol
worker has contacted several nursing hames but has been
unoble to locate one nursing home that is willing to take a
ventilator-dependent potient.

* This section was prepared by the Congressional Office of Technology
Asszssment at the request of the Chairman of the House Select Committee
on Aging.

48

ERIC

Aruitoxt provided by Eic:



46

DYING WITH DIGNITY: I
OIFFICULT TIMES, DIFFICULT CHOICES

Each day in the United States, growing numbers of elderly patients,
tieir familles, and health care providers are confronted with dilemmas
concerning life and death decislons. At the request of the House Select
Committee on Aging and the Senate Special Committee on Aging, the
Office of Technology Assessment (OTA) is undertaking a study of "Life-
Sustaining Technologies ond the Elderly." * The requests for the
assessment reflect growing public concern about increasingly complex
situations and decision-making dilemmas exemplified by the case of Mrs. A
and her family. The exact wishes of the patient are difficult to discern
since no written odvance directive or other type of legal Instrument is
available. Yet even with such a document, precise descriptions of the
specific circumstances and conditions are required to be certain that a
patient's desires to not receive aggressive life-support treatments are
clearly understood. Given any doubt about a patient's wishes, health care
decision-makers are most likely to choose aggressive treatment. At the
same time, the ability to predict the outcome of such treatment is more
difficult in critically ill elderly patients, who are likely to have multiple
conditions that make recovery more questionable.

IMPLICATIONS OF IMPROVEMENTS IN LIFE-SUSTAINING
TECHNOLOGIES. These dilemmas are expected to grow in number and
complexity. Recent technological advances in the treatment of chronic
diseases and acute illnesses, combined with greater access to such care,
make it possible to keep alive growing numbers of persons who would not
have survived in decades past. These advances, however, are accompanied
by complex legal, ethical, and financial issues concerning the definition of
death, patient's rights, surrogate decision-making, quality of life of the
critically ill, appropriate use of life-sustaining technologies, and the
influence of economic considerations on the provision of expensive and
extensive health care treatments. Indeed, some studies indicate that
almost 30 percent of Medicare outlays are made for care of older
Americans within their last year of life. Other research, however, has
shown that about one-half of all elderly Medicare beneficiaries with high-
cost reimbursements survive and are discharged from the hospital. As
these life-sustaining technalogies become more availoble and increasingly
feasible for use at home, questions of financial burden and the ability of
individuals and society to pay for long-term health care arise.

* The full report on "Life-Sustaining Technologies and the Elderly" will be
completed in May, 1986 and published, in Summer 1986. For additional
infor)moﬁon, contact Robert A. Harootyan, Project Director (202/226-
2090).
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The OTA assessment examines these technological advances and
their implications for the health care of older Americans. The requesting
Committees of Congress expressed concern about protecting patients’
rights in decision-making regarding the use of life-sustaining technologies
and the extent to which aggressive intervention should be given. At the
same time, the committees expresied concern about the Federal
Government's role in ensuring equal access to life-sustaining technologies
in the face of growing economic pressures to reduce the public costs of
health care under the Medicare and Medicaid programs. 9n the one hand, a
fundamental concern is the need to ensure that quality of life and quality
of care for the elderly are not jeopardized by federal cost-containment
efforts.  On the other hand, congressional concerns include the need to
preserve the autonomy of elderly natients and to assure their rights to
choose when and to what extent ife-sustaining technologies should be
used. Above all else, the committees want to be sure that federal health
care policies and reimbursement systems do not discriminate against
elderly patients through policies that use age-based criteria to limit access
to or reimbursement for health care 2. vices. Currently, 37 percent of qll
costs for health care of the elderly are paid out-of-pocket. Any increase in
such direct costs to the elderly could infiuence the willingness of some to
seek assistance or to desire continued aggressive intervention. _

ISSUES RELATED TO THE MAJOR LIFE-SUSTAINING TECHNOLOGIES.
The OTA assessment focuses on five technologies and procedures that are
most relevant to the concerns expressed by the requesting Committees.
Each technology reflects different aspects of the jssues concerning
dppropriate use of life-sustaining technologies in the elderly. Renal
dialysis is a required treatment for persons suffering from chronic renal
(kidney) failure. These patients would die without periodic (usually every
other day) dialysis treatments *hat are provided in hospitals, outpatient
clinics, or — for some patients - at home. Dialysis is fully reimbursed by
the Medicare program, which has witnessed a dramatic increase over the
last decade in the number of patients receiving such care. Studies indicate
that elderly patients derive considerable benefit from the treatments,
significantly improving both the number and quality of years added to their
lives. Some indications exist, however, that difficult decisions are made on
occasion to withdraw or withhold dialysis for some types of elderly
patients. The OTA assessment will attempt to discern the factors that lead
to such decisions.
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Another technology is prolonged mechanical ventilation, a procedure
required for patients who are unoble to breath independently. Ventilator-
dependent patients may require continuous support, or assistance for only
part of a day, depending upon the iliness. In the case of Mrs. A, continuous
ventilation was required because the stroke greatly diminished her ability
to breath. The mobility of most ventilator-dependent patients is greatly
limited, although new technologies now permit some patients to use
wheelchairs along with portable ventilator units. A high degree of
supportive care Is required for ventilator patients, whose respiration must
be monitored and airways continually checked and cleaned.

An additional life-support technology for Mrs. A is nutritional
support through intravenous delivery of liquid nutrients. Mrs. A's stroke
and consequent ventilation mean she cannot swallow foods or liquids. Her
only source of sustenance is by intravenous feeding. Although this
technology is portable and can be used in nan-hospital settings, most
nursing homes avoid admitting such patients. Nutritional support therapy
requires expertise and added staff time to administer and monitor, thereby
increasing personnel.and other costs. In addition, very few nursing homes
have the staff or the willingness to care for ventilator-dependent
patients. As noted in the case of Mrs. A, few places exist outside the
hospital where she can receive the lev:l of care required.

The fourth technology being investigated by OTA is resuscitation.
More than the previously mentioned forms of life-support, resuscitation
involves specific decisions about treatment and how aggressive such
treatment should be. Decisions to resuscitate are often guided by the
severity of the illnesses the elderly patient has, as well as a clear
understanding of the patient's wishes regarding resuscitation. The
diminished "physiological reserve" of many critically and terminally ill
eiderly patients creates additional dilemmas in deciding whether or not to
resuscitate. A successful resuscitation in such patients can also result in
broken ribs, punctured lungs, or other complicating problems. These
dilemmas confront heaith care providers on a daily basis.

The fifth technology being studied is the use of antibiotics in the
elderly, especially those who are critically or. terminally ill. Such
individuals are particularly susceptible to infection, yet antibiotic therapy
is often successful. Pneumonia was in earlier periods called "the old man's
friend" because of the quiet death it brought. Today, many forms of
pneumonia that were once life-threatening to the elderly can be effectively
treated with aggressive antibiotic therapy. Decisions to use antibiotics to
treat infections are, however, often made in light of the other condltions
from which an elderly patient suffers. Again, patients, families, and heaith
care providers are increasingly faced with life and death decisions that
must weigh the degree of pain and suffering from competing ilinesses that
confront the elderly patient.
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CONCLUSION. The OTA assessment of "Life-Sustaining Technologies and
the Elderly" is revicwing these technologies and providing information on
the legal, ethical, and troining Issues that have accompanied the
availability of these increasingly sophisticated interventions.  The
assessment investigates the Influence that the patient's age, mental status,
physical condition, attitudes, and concerns about quality of life have on the
declsion-making process. It also reviews the influence that cost-
containment efforts might have on access of the elderly to health care in
general and to life-sustaining technologies in particular. Finally, the OTA
assessment projects what the "next generation" of life-sustaining
technologies may be and the implications they will have for an increasingly
aged population in the United States.

MR. A.

Mr. A is a 70-year old man who has developed
pneumonia while living in a nursing home. The physicians,
nursing home administrators, nurses, and aides are now
considering whether to transfer him to a local hospital for
treatment. His wife died several years ago. His daughter,
who visits him ¢ .ce a month, is not sure whether he should be
treated. His son, who resides in an adjacent state, does not
want him treated.

Mr. A has been in the nursing home for two years
because he suffers from Alzheimer's disease. He lived with,
and was cared for, by his daughter in a town 20 miles away
until he began wandering out of the house and getting lost at
night. Mr. A's nursing home care was initially paid for out of
his savings, until his assets were depleted after nine months.
He was then admitted into the Medicaid program in his state,
which now poys for his care.

This fictional case illustrates many of the dilemmas that arise in the
care of patients suffering from dementing disorders. What is death with
dignity for a patient like Mr. A? Who should decide whether to transfer
Mr. A to the hospital? Should he receive antihiotic therapy? Should his
diminished ability to think, comprehend, ond communicate clearly be
considered in the decision to treat him? Are there programmatic or

- financial barriers thot influence care decisions?
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More than 750,000 patients like Mr. A, suffering from disorders
causing dementia, currently reside in nursing homes in the United States.
Issues surrounding such patients are difficult and complex to resolve, but
are receiving increased public attention. The legal, medical, social, and
financial aspects of public policy relating to such patients are addressed in
the ongoing OTA assessment of "Disorders Causing Dementia." *

LEGAL ISSUES. Who should make the decision about whether to treat Mr.
A? The courts and caregivers must attempt to determine what the patient
would have wanted in this situation. This determination, however, is
fraught with ambiguities, conflicts of interest, and legal uncertainties. If,
for example, the son or daughter had been declared the legal guardian or
conservator, then this would give an indication of who might be consulted
first. However, the court appointment of a conservator or guardian may
not reflect Mr. A's preference. In addition, it is not clear that guardianship
carries with it the undisputed right to make critical medical decisions on
behalf of the patient.

If Mr. A had an advance directive, such as a "living will" or durable
power of attorney, that might also yield clues as to his desires. However,
advance directives have varying degrees of legal standing, and may or may

not cover a patient's particular situation (e.g., whether to treat with
antibiotics).

MEDICAL CONSIDERATIONS. In addition to the legal ambiguities, there
is also tremendous medical uncertainty. A physician cannot predict
whether jAr, A will live for ¢ month, a vear, or a decade if he is treated.
He can predict that his Alzheimer's disease will progress but cannot
determine the rapidity of deterioration with any accuracy. Furthermore,
ncfa health professional can determine Mr. A's assessment of his own quality
of life.

Uncertainty also surrounds the antibiotic treatment jtself. Optimal
medical treatment would include admission to the hospital, multiple
laboratory tests, evaluation of other medical problems, and treatment with
one or more antibiotics that might or might not cure the pneumonia. Each
step in this process has its own sources of error and risk, which add up to
medical uncertainty about whether to treat the patient.

* The OTA project will be completed in July, 1986, The staff contcct at
OTA is Robert Cook-Deegan, M.D. (202/226-2034). The project addresses
many issues in addition to those noted in this background document,
including federal policies on biomedical research and provision of long-term
care for patients with dementia.
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If Mr. A leaves the nursing home for the hospital, he may lose his
bed at the nursing home. Difficulty in placing him back in a nursing home
from the hospital may make the hospital reluctant to admit him. At least
three factors would make Mr. A a relatively unattractive candidate for
admission back into a nursing home. First, he is covered by Medicaid which
pays less than most: private pay patients. Second, he suffers from
dementia, and many nursing home personnel consider the care of such
patients difficult. Third, the mental symptoms due to his Alzheimer's
disease could lead to his classification as a 'mental' patient. If more than
half the residents of a nursing home are 'mental patients,' then the home
risks loss of certification for Medicaid payment. While recent changes in
Medicaid regulations specifically state that Alzheimer disease and related
disorders are not 'mental' disorders, misclassification of patients based on
their symptoms can still occur, and implementation of the new regulations
is incomplete,

FINANCIAL FACTORS. Mr. A's nursing home care is now paid for by both
the State and Federal Governments through the Medicaid program. Federal
outlays for nursing homes were $12 billion in 1983, of which an estimated
50 percent were for patients with dementing conditions. States paid a
roughly equal amount,

If Mr. A were admitted to the hospital, his medicol care there would
likely be borne by a combination of Medicaid and Medicare. Under
Medicare, the hospital would receive a fixed payment to treat Mr. A's
pneumonia (the amount would be determined by the diagnosis of
pneumonia). This means that the hospital gets the same amount regardless
of the number of tests administered and whether or not he is effectively
treated. Under Medicaid, how the hospital was paid would depend on his
state of residence. In some States, the hospital would be paid for individual
procedures and treatments; in others it would recejve prospective payment,
either according to diagnosis (like that uncer Medicare) or through fixed
monthly or annual payments for each patient. If Mr. A were covered under
Medicare, the Medicaid payments would pick up most costs not covered
under Medicare.

The rapid increase in costs of health care have lead to a growing
focus on cost containment. Both the Federal and State Governments are
searching for ways to limit escalating budget outlays for health care. Will
such concern for budget austerity lead to constraints on whether patients
like Mr. A are treated? Such constraints could be due to limited payments

- for- _certain diagnoses or procedures, or could follow from financial
difficulties and consequent changes in hospital policies over the long run.
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Far patients like Mr. A, there are several passible problems with
praspective payment systems like that naw in the Medicare program. First,
a hospital may have disincentives to admitting him if he is deemed likely ta
develop camplications or require extensive evaluation af secandary medical
problems. The disinclination to admit him derives fram the fixed nature of
the payment for his primary diagnosis of pneumonia, which wauld not pay
for such complications or extra tests except by resort ta a special
mechanism that requires documentation and extra paperwork. Second, Mr.
A may not be admitted If he is deemed likely to be difficult ta discharge,
either to a nursing home or elsewhere.

PERSONAL AND SOCIAL VALUES. All decisians about medical care are
made in the context af predaminant social and persanal values. These
values con be expressed by the patient (in Mr. A's case through knowing his
past views), his family, physicians, nurses, aides, social workers, and
administratars.

Soclal vaives vary fram ‘'treatment at all casts for all patients' ta
concern that public funds not be spent to unnecessarily prolong the dying
process for those who are hopelessly ill and are perceived to have a low
quality of life. These values are incorporated into Government health care
programs. The problems in admission to hospitals and nursing hames faced
by patients with dementia listed above, for example, are due to decisions
made and included in public health care programs. The institutional
practices af nursing homes, hospitals, and other health care institutions
also reflect social values.

Eoch individual brings his ar her awn biases and prafessional
perspective ta decisions about treatment. Physicians may have one
opinion, family members anather, and aides invalved in doily care yet
another.

CONCLUSION. Decisions about medical treatment, acute health care, and
long-term care are complex ond involve many social values, distinct and
often conflicting personal views of those involved, and are made in an
environment increasingly focused on costs. Such decisions are difficult for
those who are aware of their own plight, ond even more complicated for
those affected by a dementing disorder.
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UNIFORM LAW COMMISSIONERS’
MODEL HEALTH-CARE CONSENT ACT

Hidtorlsal Nele _
t Aet in t083. The completle text

e A S A

Commissiensr’s Prefatery Nete

“Every humen being of adult years end sound mind has a right te detormine
what shall be dome with his ewn body, end a surgeon whe performs ea opers-
wilhout bis patient’s conssnt commite an aseault for which he is Hable i
l--gu."- Bcholendorf! v, Boclety of New York Hospltels,.211 N.Y, 138, 106

N.E 93 ot 08 (1014).

That often quoted statoment of Judge Cardoso both atates the premises under-
Iying this Act ond suggests by omiseion the subject matter of the Act. What if
the human belag ls ot of aduit years end of sound mind or is stherwise wnable
te consent? Assuming comnent in monsthelesn requi whe can give on offec-
tive consent? Theee guesilons plague hospltal admislatrators, physiclans end
surgeons dally. They are aleo of grave importance te patients, their fomiliss ond
friends. Bome certainty in thia area of the law ls nesded for oil the participants
in the health cara ystem, consumers as we'l ss providers,

Soeope of the Aet

This Act ls procedural in sature ond is purponefally narrow in sceps. Its pri-
mary abm is te provide euthorisation te cousent te health care. It does not ad-
dress the dubstantive lesues of cousent; for instamce, what couatituten informed
consont, whethar informed cousent ls required or wader what circumstances one
has & right to refuse treatment.t ‘ ' .

Many of the substantive aapects of consent involve conflicting sccial ond ethical
values. The law's responss (e meny consent lssuse i haiting nnd uncertain. It
s reflective ‘of the embivalence in soclsly. Fer (astence,” the right to refuse
treatment raless Questions mabout which there is 80 clear conssnaue in American
law. The many sthical ond moral dilemmaa preseated in those ceses denling with
the right to refuse paychotropic druge or the right te refuse mecessary medicsi
care suggest that further experimentotion is in erder te propose & mudel solution
for these quentions would etifie creativity end is neither Practicable nor denirahle.

The “whe” questions of comsent (who in euthorised to consent for himself or
for onother; do wot, In the rout’ne canes, present acrious, aarescived moral le-
mes. Yet, ot best, the law on thess quesiions ls far from clear and han boen de-
scribed sa “haphasard”. s

This Act ls drafted te provide assistance fa the cases that eccur daily and rew-
tinely In medical practice. 1t is wot desigued to provide answere for the extraor-
dinary eases, such as terminal iliness, organ donation, and the treatment of men-
tal lliness. These extraordiuary canes present separate and discrete problems in-
volving met euly lesuss of competency but of the euthority of a eubstitute deci-
sion-maker s well. Te force ¢ single solution te these many probleme would be

1 While nemercus states. adop! formed-consen
decads, othere declined to do oo.“"l‘b’:n is no rn-m‘ to Eﬂn‘i‘“ tl:'l":. e m:u‘?::
with informed-consent legislation or’.dlunlmod with thelr efforts nor is there
roANON !o:hllﬂo that uniform fegisiation on this subject would be ted by
those states that decided not to adopt lnfom-emn legislation in the 1970s.
Doy e e s earron scoe, thle ACt 1e. 1ot 'con-
corned with: whether, how snd under what circumitances babliity will be im-

on & heaith care provider for falling to obiain consent: whether and to

what extent eonnnt"w ulr:cmnlo. lnnv'cluod in_ eme :.clu- "gelmr m{
‘was in fact ¢ : '

EAERCHIIEE e U Bkt o sl th i of In(oTmed conmwnL - S

Kind The Courts as & Forum for Life and Death Iecisions; Reflections

for Subs! Consunt, i N o

on qnc or h':n titute one :; [1] Bn(.t'o!.kmb.llw 919 o’“ .g.lm{. For a

Sertiouts )
B L A Sttt o St Shonel B S
Rov. 410, (15408 (hovetnartes Melsel)y = " on-makine.
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at best a procrusteas fit. Te provide a atatutory solution to the problem of the
administration of antipaychotic medication to a moninstitutionalised Incompetent
erson which s consleteat with the dua process claves would be completely un.
workable If tha problem to be solved i3 how to rendar treatment to a child with a
hreken arm while fte parenta are on an extended trip,

While this Act does not, indesd canmot, nolve all the myriad and complex fssues
of consent, It can serve a veory useful fusetion. In aa affort to raplace the mur-
kiness of custom with the clarity af legislation and to nrovide guidance for those
lnvolved dafly with the problem of how medical decisions are te be made far a
Individual who casnot do 0o fer himeelf, this Act smhraces five generel concenta.

) 4 the Act desiguates the individusls who may conseat te hoalth care for
cho:::‘vu. (Baction 2.) Bection 2 restates tha common law that adulta may
consent far themselves unless fncapable of conseating. At commen law, minore
ware ot permitted to maka health-care related decisions and tha atata emtrusted
that ‘odnr:n-mllnt power to pareats. Howevar, ovar the years there have de-
veloped several well-defined axceptiona to a minor's disabllity. Section 3 incorpe-
vates those more widely recoguised exceptions. In addition to tha gemeral excep-
tiona to the status of minority which permit mizors to consent to all forma of
health cars, many atates have carved out mors Hmited exceptions that suthorise
minors (o conseat to particular forme of health care without pareatal consent,
for {sstance, traatment far drug or aloohe] sbune. Sectlen 2 preserves axiating
atata Jaw on thesa matters,

Becend, the Act provides a triggering mechaniom ts determine when an.individ-
ual is incapable of commenting. (Bection 8.) This decision ls made the
health-care provider and the atandard for detarmining that ems is incapable of
conaenting (s whether the individual ls capable of making a decision regarding the
proposed health care, It s important te mote that tha effect of & determination
rf lmp:ud s ':’o( ta bypass consent but to ahift tha health care deciaion-mak-
g te a party,

Third, the Act provides a achere for determination of o proxy decision-maker
to ect for one fucapable of consenting. (Bection 4) At common law, perests
wore antrusted with making health care decisions for thelr children. The state’s
power to care for am incompetewt adult was traditionally axercieed through
guardianehip. That much is elear in oxpriing faw., However, unless tha parson
in meed of health care is an infant or hae been mccorded pretection through a
formal adjodication of incompetency, tha common lew affords wo clearly eatab-
Halied authorization for one famlly member to act for another. Courts and trea-
tise writers have Indicated that puthorization Crom a apouse or ethar clese family
momber is permissible.s While that accords with custom, actus] adjudieated ap-
thority to that affect is aparse. Section 4 provides both an authorisation and
aystem of priorities for proxy decision-makers.

Fourih, the Act permits family members authorised to consent for another tg
Bection 4 to dalegate thelv authority to make health-care decialons, (Bection B

The authorisation (s intended to permit relatives to delegata thelr declsional pow-
or while they are separsied from other family members. Fer instance, while
children are away at aummer camp tha power of a parent to delegata decisional
authority to & camp director would be extremely useful.

Fifih, the Act authorises an individual to appoint another to serve as a health-
care representative and to make health-care decisions om his behalf. (Bection 6)
A concern for personal autonomy underlies this provision. Section 6 fs
to provide an alteruative to the aystem of third-party consent eutlined in Section
4. Boction 0 permits ap individual to make his own designation if he so chooses.
While the provision fa perliape movel to the field of health cars, tha power to
make such a desiguation existe in jurisdictions that have atatutes similar to the
Uniform Dureble Powar of Attorney Act.

Ove authorised to maka health-care decisions for another is in every Smportant
ssnso of that word a fiduclary. A proxy decision-maker must use good fafth and
act in the best Interest of the individual for- whom decisions are mads. Those
authorized to act under Bection 4 are empowered to act aither because of a logal-
ly imposed relationship (iu the case of a guardian) or becauvss of a famlily rele-
tionship. A health-care representativa authorised under Bectica 0 i empowared

8 Bes Melne), supra note 8. -
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becaues n patient bas designated him te maka trentment decisions; sutowomy le
the basis far the appeiatment. . ]

Tha best latarest atandard govarna both a Bection 4 pro Lnd a Boction 0
health-cara repressntative. 1a the case of 8 Bection 4 proxy, beat intarest incor-
porates as objectiva geneval atandard, whareaa the Hection 6 health-care repre-
sentativa must aleo et in accordance with the purposes of tha fudividual aa stat-
od in tha sppeintment. Best intareat Is an evolving standard gevarmed hy atata
law. Ia tha case of Bection 4 proxy, best intarest requires that tha decision
makar aet reasonably. In mest cases the Section 4 decision-maker will be & fam-
iy member. His power doss net arise from the patient havisg placed him In »
position of trust but from his relationship to the patient. His powar thue turms
on the community’s parcaption of what suthority s relative cught te have. That
is generelly defined in tarma of an objectiva Dest intarest test. However, tha
Section 6 kealth-care representative acts becawse he haa been designated to serve
by tha patient. Autenomy s the basis for that appointment and the health-care
representative’s obligation ean be determined from the ereator of the powar, Lo,
from the specific lnstructions ln the document appointing him. When the patient
bae axpresssd Mie desire, that is the strongest evidence of his best intereet.

There are important lmitations en the subetitute decision-makar's power con-
talned ln the Act. Oue of the mest fmportant Hmitations concerns the treatment
of montal (llwess. The Act doss not displace exlsting law on the coneent related
questions of wmental-health treatment. Oue important fssve that hza been the
subject of recent litigation concerne the right to refuse peychotrepic druge in tha
treatment of paychosis. Some Litigated casss require prior judiciel approval for
the administration of thess drugs to noncensenting, vouinstitutionalised, lncompe-
tent peroons. - Bes In the Mattar of Guardianship of Roe 111, — Mass, —, 431
N. 40 (1961). Many difficult questicne remals wnamswered; for isstance
whether abssut an emergency, & sista can foreibly medicatn an inveluntarily insti-
tutionalised persen witheut a prier judicial determination of lucapacity. See
Mills v. Regers, — U8, —, 102 B.0t. 2442 (1082). This ls oue of thess arean
fa which there in ne clear consensus end Section 11 of the Aet presarvea that
ﬂlﬂl’ debate. RBoction 11 does wot nuthorise any individual to consent to men-
tal-health treatment unless in compliance with atate law,

UNIFORM LAW COMMISSIONERS'
MODEL HEALTH-CARE CONBENT ACT

Sos. Ses,
3 1] .
. H Pu""n?.u;i‘?h‘ Who May Consent to - Diutisiification of Authorised In-
uale Incapable of Consent- U Limitations of Liability.
. el “ "o Ayallability of Medica) Informa-

4. Indivi Whe May Consent to . .
H-fm for O.l‘.rl- 13, Effect on Enisting State Law,

[ A lh“hll:r of m Consent to 15. Seversbility,

6. Health-care, Repress: &‘n' A 18. Uniformity of Appiication and Com-

pointment} ﬁ:llncn-tln:: Pow- struction. "‘ : .

sre end Responsi- (4, Short Tilde, !

r coun-bmn Heahh Core or 15. Repeal,
o Rftect.
Court m_amnﬁuﬂ of a 10 Time of Taking

Law Review Commentaries

Usiform asd Medel Acts fa 18H0
(part 1). Maurice H, Marrill. 83 QkI.
BJ. 617 (19A81). '
1 1. Definitioms
An used In thie (Act]: .
(1) “Aduit™ means an individual [18] or more years of age.
(2) “Health care” means any care, Lreatment, service, or procedure to maln- |
tain, dlagnose, or treat an Individua¥s physical or mental condition.

(3) “Health-care provider” mesns & person who fe licensed, cartified or oth-
orwise authorised by the law of this State to administer heailth care in the
ordinary course of business or practice of & profession.

(§) “Minor” means an individual who s not an adult.
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(8) “Person™ means an individnsl, corporation, businesc trust, estate, trust,
partnership, snsociation, government, governmental subdivislon pr agency, or

any other lcgal entity.

Commissionsrs’ Comment

The age of 18 ia bracketed in the
definition of an adult (subsection (1))
00 that ntetes with a different r e for
nchleving adult atstus wmay insert
whoetever age is appropriate. .

Health care (subsection (2)) - I
cludes say care, treatment, service or
procedure to diagnose or trest a pbysi-
cal or mantel coundition. The term e
broader i scope than medical care aad
includes care awd treatment which is
lawful te practice under alnts law, for
instance, sursing care. B}

Since the definition of bealth care o
, broadar in scope them medical care,

thara is & nesd to limit'the coversge of
tha Act so that the readition of rou-
tine care by femily members woul not
be within its coverage. Omna limitation
on the scope of .the Act is found In the
definition of d health-care provider in
subsection 8. That definition excludes
those who nre not licensed, certified or
otharwise suthorised to render health
care. ' Hence, the rendition of simple
eare by a family moember to one who s
fil at homs wonld wot be covered by
this Act while thet eame treatment
':on‘l'd be covered if provided in & hos-
te

Library Rafarences

Assault and Batt . 5
Physiclans and lm ¢&>18(8):

C.J.8. Assault and Battary §§8 (o 4, 8
C.J,8. Physiclana and Surgeons § 48.

§ 2. jadividunts Wha May Consent ta Heaith Care
Unless incapable of consenting under Sectlon 3, sn individus) may eonsent

to besith care for himeelf if he is:
(1) am adult; or
2) a minor and
(1) ls emancipated, .

(1)) has attained the age of [14] years and, regardiess of the source of
his income, Ia living spart from his parents or from an individual In loco
parentia and jg mansging hin own affaira,

(1) a or has been married.

(iv) 1s in the military service of the United Btates, or
(v) s suthorised to consent to the health care by any other law of thle

Btate.

Commlssinners’ Commasnt

Section 2 describes thoss Individuaia
who mey consent to hesith rare for
tbemeelves.! Al adults, unless die-
qualified by Section 3, may consent to
health care. These two provisions ba-
sically vestats the common law with
regard to consent by adults. At com-
raon low minors were ot presumed to

be competent to consent to health care.’

Howevar, thare are certaln atatus ex-

ceptions, botb statutory and common

law, which render a minor capable of
consepting. Bection 2(2) le a compile-
tion of the more widely recognised ex-
ceptions to the traditiunsl requirement
of consent by a parent or guardian
which permit a minor, unless dlsquali-

fied by Section 8, te consent to health
:ldf: for himeelt ss ¥ Ls were s
ult.

The axceptiona are based on the se-
sumption that 8 minor who has made
the described decislons or taken (lhe
described actiohs in his Nfs hea demon-
streted his capacity to meke deciulons
concerning hia heslth eare. The amen-
cipated minor exception fs widely vec:
oguised in case Jaw and in the ststutes
of more than thirty stetes. Bee Wilk-
ina, Children's Rights: Removing the
Perental Consent Berrievs 1o Medicel
Trestmens of Minors, 1076 Arisone St.
L.J. 81, 69 (1975). Paragrapk (2)(N)
is au axplicit emancipation provision
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based on objective eriteria which will
mot requira o formal sdjudication of
omancipation. The age s bracketed,
but the age of 14 s n ressonable age
whea coupled with the sther require-
ments of this peragraph.

Other objective criteria whiech courts
ond otata Jegislatures have eccepted me
showing » miners’ maturity to make
decislons affecting hie health, are mar-
viage snd serviee with .the arméd
forces, (Bee, o& Ind.Ana.Stat. 16-
8-4-1 (Burug 1973).) Omunce s miner
has satlefied of thees criteria he
may consent te health care for himself
as it bo wore ma . ot .

In adiition te the status exceptions
permittiag consent by miners, wmany
legislatures have created additional ox-
captions sithorising misers to comeent
to treatment for epecific conditions or
diseases without regerd to their stetue,
For instance, 43 states Presently allow
minore te edtaln treatment for venereal
dissase without parentel consent. Owe
or mors etates Permit minors to com-
sent to the following forme of health
care: . '

1 While the
sent, that necessar!
conasent or withdraw conasnt to &

of Section 3 s cast in terms of an suvthorisation
means that one authorised to consent may also refuse
courne of heal
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(1) heailth ecare mecessary to diag-
DO OF trent preguancy;

(2) health care mecensary to diag-
nose oF treat venereal discase;

(3) health care mecessary te diag-
nose ar treat aleoko! or drug depend-
ency ar ebuse; .

(4) paychiatrie or peye
counseling;

(5) hoolth care mecessary for the
parformance of an abortion;

(0) health eare Becessary for ceun-
seling in the uee of contraceptive de-
vices; ond

(T) hoalth esre wmocessary for the
m«:mm of any type oterilisa-

Paragraph 2(v) of this Act lesves
intact those etate laws which permit a
miner te consent to one :: more spe-

. dific health-care Proceduren, regardiess

of whether the mizor meets the etetue
exceptions of paregraph 2.

to oon-

th care once given.

Library References

Aseaylt and 5
A e e S e o).

C.J.8.’Assault and Battery §) 3t0 4, §
to8. 16,1
C.J.8. Physictana and Burgeons § 8.

§ 3. (adividuals lusapable of Consenting

An Individusl otherwise authorined under this [Act] may consent to health
care uniess, In the good faith opinion of the heslth-care provider, the Individ-
ual is incapable of making a decision regarding the proposed heaith care.

Soction 8 wees the phrase incapable
of coneenting s to incompe-
tency. This cholce is deliberate. In-
competency ju Amorican law ecarries
the connotetion of permanemcy and fo
often thought ta invelve en adjudics.
tive declarstion, Hewever, 8 person
moy bo do jure competent when in fact
Ne o incapable of wmaking a decision
regarding his own health esre. As
otherwise competent adult who has
been rendered unconacious ia aam acel-
dent o ot that time ds facte incompe-
teat or locapable of meking u decision
vegaxdiag proposed heulth care.

Bection 8 s phrased negatively as
the law presumes that adults, and wa-
dor certaln circumstances minore os
well, ere capable of muking declsions
unless there is some determination of 8
contrery etatus., The determinstion

called for in Bection 8 is te be made by .

the health-care Provider, and the eten-

dard is whether the individual i ince-
pable of making 8 declsion regarding
the proposed heelth care. It the Indi-
vidual fa capable of meking o decision,
the health-care provider muet abide
thet decision,

Custom suggests and mecessity dic-
tates that the latital determination
that one In incapable of consenting reet
with the Lealth-care provider. Bectlon
3 in recognition of necessity lesitl-
mates thet custom. Unlike the decl-
elon to invoke the emergency exception
to the vequirement of informed consent
which hae the effect of bypassing con-
ssut nltogether, n decision that one lo
incapable of consenting maerely shifta
the declslon regarding the rendition of
health care to o third party. Thie e
an important differsnce for the
healib-care provider's decision s e»
necsssites B “low visibility” one. Any
decision to bypass the patient by de-
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ciding that he lo incapable of making a
decision endangers the values of Indi-
vidualismm and personal autonomy.
What ls needed I any auch decision is
& proper combination of defarence to
professional judgment and liealth-care
values on the ene hand and vrespect for
personal gutosomy and Individualism
on the other. Reposing the ultimata
declslon to proceed with medieal treat-
ment 18 & third party eliould assure
that values of persomal autowomy and
l&l:vldnlhll recelve proper considers-

Tha requirement that tha Individeal
be incapable of angaging in decislon-
making is consistent with tha underly-
isg motion of comseat. A unique hu-
man charactaristic i the power to
maka declsions. The language of Bec-
tion 3 focuses on tha ability of one te
make & decision ne opposed te tha con-
tent of a health care declslon. A dect-
slon to refuse a epecific course of

. 1600 A,
418, 453, 473473,

alssl. The “Excepiions’ to the Informed Consent Doctrine;
ween Ounpo:l‘rtm\muu in Medical Decislonmaking, 1579 Wis.

§ 4

treatment may be based on moral ar
religious grounds. An Individual who
refusen trestment because he hae con-
sistently reliad on prayer for healing I
accordance with his religious tradition
is capable of making his own health-
care decisions. A decieion to refuse
treatment made umder thoes clreum.
atances ehould be honored hy @
health-care provider.

'The uncertalatios of medical practice
and the decision to be made do met
l'ut; pmhowot'nmt& ‘of dunuct
ar determ nea easy. How-
evar, tha coatext in which the decision
is made and the affect of such a doei-
olon render the lack of precision lese
The health-care provider
whe decides that one i lacapable of
consentiag must them turn te another
who la charged with making the witi-
mate treatment declslon in the best fa-
torest of the patisat.

Strik
Lnev:

Library References

Menlal Health ¢2381.

C.J.8. Insane Persons § nno’n.

8 4. lndividunls Whe May Consont to Health Care for Others

(a) It an Individusl incapable of consenting under Section 8 bas mot ap-
pointed a health-care representative under Section §-or the health-care repre-
sentative appointed uoder Bection 6 Ia not reasonably avallable or declines to
act, consent to health care may be given:

(1) by a guardian of his person, a representative appointed under-Sec-
tion 7, or a representative desigiated or appointed under other law of
this State; or

(2) by a spouse; parent, aduit child, or adult sibling, unless disqualified
under Sectlon 8, if there is no guardian or other representative described
In paragraph (1) or he is not reasonably available or declines to act, or
his existence ia unknown to the heailth-care provider.

(b) Consent to health eare for a minor not authorised to consent under Bec-
tion 2 may be given: , ’ .
(1) by » guardian of his person, a representative appointed under Bec

tion 7, or a vepresentative designated or appointed under other law of

this Btate;

(2) by a parent or an individual In loco parentis, if there Is no guardl-
ab or other representative described In paragraph (1) or he Is not reason-
ably avaliable or declines to act, or his existence §s unknows to the
health-care provider; or

(3) by an aduit sibling of the minor, If a parent or an Individual In loco
parentin is not reanonably avallable, declines to act, or his existence is un-
known to the health-care provlder.' _

(¢) An Individual delegated authority to consent under Bection § has the
same authority and responsibility as the Individual delegating the authority.
(d) A'person authorised to consent for another under this gection shall aet
in good faith and In the best interest of the Individual Incapable of comsent:
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Commissionsrs’ Commont

Bection 4 autl.. rizss designated ?or-
sons to axereise health-care decleion-
making powere for Individuels who
cannot consent for themselves 1nd who
have not appointed a health-cars rep-
resentative to act on thelv behall an
avthorised in Bection 6. If a health
cara representative hae been appointed
and ls willlag to act, that preempts the
operstion of ¢this section.

Bubsection () s concermed with
oduits and winers suthorised to con-
seat under Section 2. It sets forth an
order of priority ameng aubetituta de-
cision-makara. The first priority le
given to fodividuale appointed hy »
court, a guardian or an individual ap-
peinted uad.r Bection 7. The second
priority clasn ia the family.  Withia
this class, the spouss, pareats, adult
children and adult alblinge are renked
oqually. Any member of the class le
authorised to act. Any decision eatab-
Hehing priority among family members
would be largely arbitrary. The objec-
tive is to hava someoss who has B
close parsonal relationship. with the pa:
tient and who will consider hin beat fu-
térest acting for him. 1f ona of thoss
authorised te act disagress with tha
decision of ancther who has been den-
igoated a proxy decision maker, that
pereon can ssek formsi judiclal ap-

pointment to act for tha one locapable
of coneenting. Howaver, an objector
would be required to ehow that the
other authorised declslon-maker wae
ot acting in the patient’s best inter-
ost, (Bee Bection 7.) ’

Bubgection (b) anthorises subetitute
decision-makars for minore who ara
ot authorisad to conseat under Bec-
tion 2. Tha firet priority ls givan to
court-appointed olficlale, If the ::r-
etnts ara aliva, it lo uniikely that there
would be a court-appointed guardian
and the parenta would hava firet prior-
Ity. 1 thera in no court-appointed of-
ficlal and {f tha parents are asavaila-
ble, any adoit hrothar or aletar of tha
mivor la authorized to make health-
care declsionn,

Family members suthorised ta con-
sent for one incapable of consenting
under this section may delogata their
decisione] authority to anothar. The
person to whom authority s delegated
under Bection B hae tha sama priority
to act for tha patient an tha delegsting
Individual. .

Owe suthorised by this sectios to act
for anothar muat act in good faith and
in tha best futerest of the lodividual
Incapable of connenting,

Library References

Husband.and Wife ?I.
Montal Heslth s-l 8.
Parent and Chil 1

c.g.a. MHusband and Wifa § 1 at seq.
C.J.B. Insane Persons Mi.
C.J.0. Parent and Child §} 3 to 4, 10.

§ 8. Dslogation of Pewsr te Consent te Hozlth Care for Ansthor
(a) An individual. suthorized to consent to heaith care for @nother under

Section 4(a)2), 4(DX2) or 4(bX3) who for a period of time wili not be reasona-
bly avaliatie to exercise the authority may delegute the authority to consent
during that period to another not disqualified under Section 8. The delega-
tion must be in writing and signed and may specify conditiona on the autherl-’
ty delegated, Unless the writing expressiy provides otherwise, the delegate
may not delegate the authority to another.

(b) The delegant may revoke the delegation at any time by notifying ornily
or in writing the delegate or the heaith-care provider.

Commissieners’ Comment .

Bectlon 6 permits a Hmited dilega-
tion of authority to consent for aaoth-
or. Famlly membara authorised to
consenit for. another under Bection 4
may delogats theiv decisional lnthorlt|y..

This provisien should be helpful

delegata heulth-care decision-making to
2 temporary custodian of thelr chil-
dren, for isatence when parests plan
to be away or when B ¢hild Ly at camp.

This sectioa followa clossly Bection B~ -
304 of the Uaiform Prebate Cede.

siteations ia which parents want to

- 63
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Library References

.' Mental Health @179, 286. C.J.8, Insane Persone §f 49, 88,
§ 6. Mealtheure Mepreseniative: Appeictment;
Reveoaties asd Raspessibility

(a) An Individual who may consent o heaith care under Bection 2 may ap-
point another as a heaith-care representative to act for the appointor In mat-
ters affecting hie heaith care. :

() A heaith-care representative appointed under this section muost be an ia-
QIvIdull who may consent to heaith esre under Bection 2. .

_(¢) An appointment and any amendment thereto must be In writing, sigeed
by the appointer and & witnesn other than the heslth-care representative and
accepted in writing by the heaith-care representative,

(d) The appointor may specify in the writing terme and conditions consid-
ered appropriate, including an authorizsation to the health-cave representative
to delegate the authority to consent to another.

('.& The aathority granted becomes effective according to the terms of the
writing, :

(0) The writing may provide that the authority does not commenece ustll, or
terminates when, the appointor becomes incapable of consenting. Ualese ax-
premly provided otherwine, the authority granted In the writing is not affect-
ed If the appointor becomes incapable of connenting.

() Unless the writing provides otherwise, a health-care representative ap-
pointed under this section who le reasonably avaliable and willing to act bas
priority to act for the appointor in all -matters of heaith eare.

(b) In making all decieions ragarding the appointor's heaith care, a health-
care representative appointed under this section shall act (1) In the best later-
est of the appointer consietent with the purposes expressed In the appoint-
ment and (i1) ia good faith.

() A heanlth-care representative who remigns or Is unwilling to comply with
the written appointment may exercise no further power under the appoint.
ment and shail 80 inform (i) the appointor, (Il) the appoiator's legal represent-
ative, if one is known, and (iif) the health-care pProvider, it the health-care
representative knows there ls one. . . .

() An individual who Is capahle of consenting to health care may revoke:
(1) the appointment at any time hy notifying the health-cave representative
orally or In writing, or (i1) the authority granted to the heslth-care represent-
ative by notifying the heaith-care provider orally or in writing,

Quaiifisation;'. Powers;

Commississers’ Comment

Boection G ia designed to extend the
coucept of patient sutonomy by per-
mitting & person to transfer his hesith
care declsion-meking power te enother.
Many {ndividuals who are competent to
make heaith care decisions nevertheless
want te delegate this decisional suthor-
ity to a relative or friend. In addition,
in the ovest they are rendered incape-
be of cossenting, many pecple wanmt
the assarance that some ether imdivid-

57-754 0 - 86 - 3

ual ‘whom they trust will make health-
care declaions on their behalf.

1t la generally thought thet If ome
cannot or does mot exercise hls ewa
decialonal suthority ia health-care meot-
tors this authority should be placed In
the hands of the state (Le., & court), a
health-care provider or the mext of
kin. Any of these cheices may be soon
a8 & peatriction on sutomomows choice.
Leaviag this autherity in"the hands ‘of
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8 court when there are other alterma-
tives available o particularly vexing
becanse it allows the state 8 measure
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canes. (Bee In ngdnu,'mlu.xo.
305 AS4 47 (1070); Buperintendent
of Balehortown State School v, Baike-
wics, 870 N.EOd 417 (Me00.1077) and
Elchasr v, Dillon, 428 N.Y.83d 017
(1081)). ‘

Parsonal sstosemy fa the beste for
the concept of the health-care repre.
seatative fa re & person
appoiating & heallh-cars representative

It the health-care representstiva can.
,“Ic-h provided - by II:° Ma:l.:u‘":;
. ap ]
must vesign or seek relief from that
mandate by o court. The health-care
representative weuld be an intarested
fadividual entitied to petition & ecourt
wader Section 7. 1In the event the
health-caras repressatative dees mot act,
consont must be obtained from eme of
these individeals sutherised in' Section
4 to act for the 'rdm-nr from »
court under Sectien 7.

Soztien € ls consistent with the Unl.

Aet, tha powar of appointment will be
b t to the attemtion of perscas
whe may net be aware of the Durable,
Poewar Act.

Because the v of appoiniment lo
rence concluded It
was desirable to set forth a sugpeted
form instrument te be wsed for the ap-

poistment of 8 health-care representa-
tive,

Appelatment of & Heolth-Care Ropreseatative

I, the undersigned, veluntarily appeint

whese telephose number and sddress arve:

82 my healih-care reprossatative whe s authorised o act for me in a)) matters
of hoalth care, except aa stherwios sperified below.

This appeintment is subject to the followiag special provisions:

This appolatment (bocomen offective) (remalns offective) (torminates) if I
latév become disabled or lncapable of consenting t¢ my health eare. I (do) (de

B
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sot) suthorise my hesith-care representative hereby sppointed to delogate decl-
sion-meking power to enother, .

Dated thie ———————dayof ——, 10—,

(sigued)

(address)
I declara that ot the request of the sbove-nemed individual making the appoint.
mont, I witssssed the eiguing of this document.

(vigned)
(address)

Amptm by Health-Care Represestative

1, the undersigned health-care representative, wndarstand that scceptamce of
this appofutment wmeans that 7 have & duty to act in good felth and iu the best
interest of the individua) appointing me, I further underetand that I have 8
duty to follow any special isatructions in the appolntment. Ia the event I can-
not do 00, I will gxercise 50 further powsr under the appolatment and will faferm
(1) the individual appoluting me, If that individual ja capable of comsenting, (1)
his/hor logal representative, if knowa te me, and (IH) hia/her health-care pro-
vider If known te me.

Dated thle dayof — 19—,
(signed)
(address)
Library Reforances
Monta! Health €118, 1. C.J.8. Insane Persons §§ 87, 40, 4.

§ 7. Court-Ordered Health Cars or Court-Ordersd Appelatmont of a Mep-
* resenintive

(s) A health-care provide. or auy luterested individual sy petition the

court to (1) make a health-care declslon or order health care for

an (udividual Incapable of consenting or (I1) appoint s representative to act
for that lodividunl,

{ (b) Reasonable notice of the time and pince of hearing a petition under
this section must be glven to the Individual Incapable of consenting and to in-
dividuals in the classes described In Bection 4 who are reasonably avallable,

(¢) The court may modify or dispense with notice and hearing if it finds
tl‘u]t delay will have n serionn, ndverse effect upon the heaith of the individu-
al.

(d) The court may order health eare, appoint a representative to make a
health-care decislon for the individual Incapable of consenting to hesith care
with such liniltations on the suthority of the representative as it conelders
appropriate, or order any other appropriate relief in the beat Interest of that
Individunal, If It finds;

(1) = health-care declolon Is required for the individual ;
(2) the Individual Is incapable of consenting to health care; and

(8) there 1s no Individual suthorized to consent or an individus) autho-
rized to consent to health care is not reaconably avallable, declines to act,
or In not scting In the best Interest of the individusl in need of health
care,
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Commiasionars’ Commant

Bection T fa deslgned to operate In
two basic altuationa. The first is that
la which an Individual is In need of
health care and Incapabla of conaenting
and there s po ome to mct on hia be-
half. It ia bo. .ofrequent that a per-
oo admitted to a hoapital haa mo
koown relatives or friends. The aec-
ond Ia that in which one authorized to
act s not acting in the best Intereat of
tha individual who e incapeble of con-
senting. If the perenta of a miner
vefuse medical treatmant because of
the parents’ religious econvictions
courts have met healtated to take tha
decision-making . authority from the
parent whas tha childs Hfa s
endangered.!

The removal of a parent’a power to
consent fs geverally takean pursuant to
atata child peglect atatutas. Howaver,
in some fustances courta simply sa-
suma the decision-making authorily un-
dor the perens pairies doctrine., Bec-
tion 7 provides for tha same kind of
velief that fa provided in the child ae-
glect atatutes. Section 7 providea a
cortain and espeditiovs means for va-

10n occasion, courtsa hava ordered
[} the posed treatment was
pﬁ mhalnmnl rishs and not ne:.

cawsing o severa G'Q'Iormllv on the right

moving one authorized to consent who
In wot acting In the best intereat of a
patient. The Act does not attempt to
define best intereat. T'hore is a deval-
oplog body of law on that guestion;
however, Ita contours are not yat clear.
(Hee M. Wald, Biate Intervention on
Bekalf of *“Neoglected® OMildren: 4
Boarch for ResMstio Btenderds, 27
Stan.L.Rev, 886, 1031-1033 (1675).

Any heaith-care provider or any tadi-
vidual Ila gives atanding te petition for
the appointment of a competent repre-
seutativa to consent te the rendition of
Lealth cave. - A court acting pursuant
to thia section is authorised to order
health eare or to appoint a competant
representative who s authorised to

have existing mechanisme te address
these guestions, the purely procedursl
portiona of Bection 7, aubeections (b)
through (d) are brackated. Thay may
be deleted from the Act without de-
atroying itn Integrity.

treatment over the paren

ta’ tlol?.mn
necessary to sava the chiid'a | lnhr.:

] was rtain cure the condition. (See
31T N.Y.8.34 €41 (1970) affirmed 39 N.Y.3d 900, 330 N.Y.6.34 8¢ (1978
"manl Il n('m’ 'gwn.m':ulv’:onmawhgf ! s

t
alde of his face and neck. The need

for ment wWas testimon and suf-
treat mm"g\llf;mn' that he did not attand :Mol

fared & fearni!
Bat the disfigurement

(1988).) ¢

10 the deformity. The court concluded

Y.
1 850 limited *he child’a developmant that 1t hul'.l:
responalbliity and ordar the au ._aven though the re & oby
For a CORirary resull, e ‘In re Beitcith. Sob sy Uoo. 11T Iy e

Lidrary Rafarennes

Mantal Health ¢2119, 336,

€.J.8. Insane Parsona §§ 79, 88,

t 8. Disquaiification of Autherized Jndividuals

(2) An individual who may consent to health care for himself under Section
2 may disqualify others from connenting to henlth care for him,

(h) The dinqualification must be In writing, signed by the Individual, and

designate those dlnqunlme_d.
(c) A health-care provider who known

of a weitten disqualification may not

accept connent to health care from a disgualified individual.

(@) An Individual who knows he has been disqualified to consent, to health
care for another may not act for the other under thig [Act].

Cammisalonars’ Comment

A full recognition of Indlvidual au-
tonomy requires not only that oue be .
authorised to appoint his health-care
represcntativa but that .he also be an-

67

thorised to say whom hLe docn pot want
to act for him. Sectlon 8 permits thia
diaqualification. A patient mey bot
wunt to go through the formasilty of
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appointing n Beetion 6 health-care rep-

resentative but may well wish te ex-

clude certaln perscna from scting on :heless valy on an anthorization from

hia behalf. © one who la disqualified. (Bea Bection
Ona who Ia disqualified under Section V)

8 has no authority to act. Howsver, y

$ .0

wnless that disquatification s known to
8 health-cars providar, ha may savar-

Lidrary Raferences

Mantal Health @mi16. C.J.8. Insane Persons 1§ 43, 43,

1 0. Limitatisns of Linbllity

(a) A health-care provider acting or declining to act in reliance on the eon-
sent or refussl of conesent of an individual who he belleves in good faith is
authorised by this [Act] or other law of this Btate to consent to health care
is not aubject to criminal prosecution, civil llability, or professional discip)i-
nary action on the ground that the individunl who consented or refused to
conaent Jacked authority or capacity.

{b) A heaith-care provider who belleven 1n good faith an individual is inca.
pable of consenting under Bection 3 ja not aubject to eriminal prosecution,
clvil llabllity, or professional disciplinary action for falling to fullow that in-
dividual's direction.

(c) A person who In good falth helleves be in authorised to consent or
refuse to consent to health care for another under this [Act) or other law of
this Btate in not subject to criminal prosecution or civil liability on the
ground he lacked authority to consent.

" Commlissisnsre’ Comment

Under Bection 8, the health-care pro-
vider Is permitted to rely on the con-
sent of an individual whom ke belisves
in good faith ia suthorised to conaent
to health cave. Iln meeting this atan-
dard under the Act, a | Jaith-care pro-
vider could not close his syes to the
truth, of course, but to prescribe an
aftirmative requirement of detalled in-

veatigation would make rellance impos-

sible.

Similarly, a health-cars provider whe
makes 8 determination that owe fs in-
cspable of consenting and thus calls fn

8 third-party .‘ecialon-maker is not
aubject to liabliity for discherging his
obligation in good falth. -

An individual. acting for another is In
every seuas of tha word a fiduciary
and haa those obligations which a fidu-
clary owsa hla ward, The immunity
provides in this section doea wot pro-
tect & substituta declaion-makar from
negligence of other breach of duty but
only from acting without muthority if
he In good falth belleves that he ls an:
thorised to glva consent.

Library References

Mental Health €179,

C.J.8. insane Persons § 49,

1 10. Avallabdlllly of Madical iafarmatisa

An individual suthorized to consent to heaith care for another under this
[Act] has the game right as does the individual for whom he s ucting to re-
celve Information relevant to the contemplated heaith care and to consent to
the disclosure of medical records to a comtemplated health-care provider.
[Disclosure of information regarding contempiated heakth care to an indlvidu-
al suthorised to consent for another in not 8 walver of an evidentlary privi-
lege.) .
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Commissioners’ Comment

An individual suthorissd to consent ter or hesplial teo ansther. Because of

for anether stands fa the shesn of the the eenfidential or privilaged nature of

- much of thie fafarmatien, the pationt’s

fodividual authorined to consest ls necossary befare the Infor:

relovent to 0: ."Inml. :l. “.P.b;:hh & lunn(l.: I;'I'
propesed "0

or not allowable (1972) and 30 A.I.R.Md 1100 (’lﬂ).)

of stata law. the entent that the patient has »

settion guarantess thatl right dut  right whick ecan be wal a8 individe:

000pe ol acting on bls Dehall hes the same

vight of waiver. The Act does not de-

In meny canes, preper and tarmine whether coufidentis] informa:

"f" then privilege ealots fa the fiemt
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in the event of terminel lliness, meny
courts would consider thet evidence
conclusive of the patient’s best inter-
oot, However, this Act does not pro-
vide on enswer (o the guestion of whet
is iu the patient’s beet interest In such
8 circumetence,

Bubsection (D) prevides that the Act
will aot everride the operstion of men-
tel hesith codes. All otetes require
thet commitment proceedings be sur-
rey with otringent procedural
safeguerds which must be adhered te
before an {adividual can be lavolunteri-
Iy committed. Rubsection (b) mehes It
clear thet this Act doss mot ellow eay
fndividue) authorized to consent for en-
other to Obypass thoss commitment
stetutes under the gulse of ¢ voluntary
commitment, 1a -addition, subsection
(b) prohibita this Act from belag used
to euthorise forcihle drug medication
veless In conformity with other proper
procedural requirements,

Subsection (¢) ls written to meke it
clear thet thla Act does not euthurise
one to comsest to wmedical procedures
which ere prohibited by low.

The Bupreme Court has held In Hel-
lotl v. Balrd, 443 U.8. 622 (1079) thet
mioore ere eatitied to comsent to an
ebortion without pereatel consent.
Thet holding la recognised in Bection 2
which permita minore to conseat to
beeith care which is otherwise entho-
rired by law. However, the Bupreme
Court held In the cane of H., L. v.
Metheaon, 450 U.8, 398, 101 8.Ct, 1164
(1081) thet o etete requirement of vo-
tice to parente does mot violate the
covetitutionel righte of e minor.
Bubsection (d) lo written to eneure

§ 13

thet otete otetutes, guch oo the Uteh
stetute under review In Metheson, ore
not effected by thie Act,

Thie Act s nerrow In scope, 1t le
not cowcerned with the etenderd of
care required of heslth.care providers.
It le wot concerned with whether, how
ond under what circumsetences consent
to heslth care le required. Nor lo 1t
on Informed coneent etatute, Ae out-
lined in the Prefsiory Note, thie etet-
ute (a basically ¢ procedural one emd
metiere of etete substentive law ere
unchenged.

Bection 2 of this Act Mmite health-
care providere to those who ere ii-
cenved, certified or otherwise eutho-
rised to provide hesith eare. Pract’.
tionsre of religiowe healag, for In:
stence, Christion Sclence Practitionere
ore not licensed, certified or suthorised
by the etete but practice es o metier
of the fres exercise of religion. Yet
epirituel heoling 1o o well recognised
form of hesith care end there lo 8o In-
tention to mehe thia religiove ectivity
Iflege) by the eperation of this Aect.
There is no intentioa to prevest es in-
dividuul capable of counsenting to health
care from consenting for emother or
himeslf tc epiritusl hesling which lo
health cars edminletered in good felth
pureuent to religious tenete of the In.
dividual requiring health care oo o
metter of free eoxercies of religion.
Ceortelnly those prectitioners of rel-
gious hesling should not be required 10
seeh eotote outhorization to Pprectice
thelr feith. Hence, subsection (f) le
on exprass savings clsuse to permit
one to conssnt to epiritusl healing ee
heolth care.
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§ 12, Severability

c"l,ti'l' IAI“I.‘;I“ and Battery §§ 2 t0 4. 8
C.J.8. Physiclans and Surgeons § 48,

11 sny provislons of this (Act] or the epplication’ hereof to any person or
clrcumetance 1o held Invelid, the Invalidity does not sffect other provisiuns or
epplicetions of the [Act] which cen be given effect without the invelld provi-
slon or epplication, and 1o thin end the provinlonn of this [Act] ere severable,
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5 13. Unifarmity of Appiication and Constructice

Thie [Act] shall be epplied end construed to effectunte its general purpose
to make uniform the lew with respect (o the subject of thie [Act] among
states enacting it.
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Library Referenses
{C.J.8. sten § 008, Blatutea €238,

§ 14, Shert Tille

This [Act) may be cited ae the Uniform Law Commiasioners’ Model Health-
Oare Conaent Act. '
115, Repenl

The following acta and parts of acts are repealed:

@
®
®

3 16. Time of Taking Effect
Thie [Act] shall take effect _____ ..
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UNIFORM RIGHTS OF THE TERMINALLY ILL ACT

SECTION 1. DEFINITIONS.
In this [Act]:

(1) "Attending physician" means the physician who has
primsry responsibility for the treatment and care of the patient.

(2) "Declaration” means a writing executed in accordance
with the requirements of Section 2(a).

(3) "Health~care provider" means a person who is
licensed, certified, or otherwise authorized by the law of this
Stste to adminiater health care in the 6rdinary course of
business or practice of a profession.

(4) "Life-sustaining treatment" means any medical
procedure-or-intervention -that;- when administered to a qualified
patient, .ill serve only to prolong the dying process.

(5) "Person" means an individual,_corporation,_business
trust, estate, trust, partnership;-association, government,
govemmenta; subdivision or sgency, or any other legal entity.

(6) "Physician" means an individual ([licensed to prsctice
medicine in this Stste].

(7) "Qualified patient” means a patient (18] years of age
or older who has executed s declaration and who has been
determined by the attending physician to be in a terminal
condition,

(8) "State" means a stste, territory, possession, o::

commonwealth of the United States and the District of Columbia.
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(9) "Terminal condition" means an incurable or
irreversible condition that, without the administration of
life-sustaining treatment, will, in the opinion of the attending
physician, result in death within a relatively short time.

SECTION 2. DECLARATION RELATING TO USE OF
LIFE-SUSTAINING TREATMENT.

(a) Any individual of sound mind and (18] years of age
or older may at any time execute a declaration goveirdng the
withholding or withdrawal of life-sustaining treatment. The
declaration must be signed by the declarant, or another at the
declarant's direction, and witnessed by.2 individuals.

(b) A declaration may,-but need not, be in the following
form:

DECLARATION

If 1 should have an incurable or irreversible
condition that will cause my death within a. relatively
short time, and if I am no longer able to make
decisions- rezarding-my .medical treatment, I direct. my
attending p'.ysician, pursuant to the [
Uniform Rights of the Terminally Act], fo withhold or
withdraw treatment that only prolongs the dying
process und is not necessary to my comfort or to
alleviate pain.

" Signed this . day of . .

Signature

Address
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The declarant voluntarily signed this writing in my
presence.

Witness
Address

Witness
Address

(¢) A physician or other health-care provider who is

provided a copy of the declaration shall make it a part of the
declarant's medical record and, if unwilling to comply with its
provisions, promptly so advise the declarant.

SECTION 3. REVOCATION OF DECLARATION.

(a) A dechrétion may be fevokod at any time and in any
manner by the declarant without regu_'d to mental or physical
condition. A revocation.is effective upon .comni\mication to the
attending 'physichn or other health-care provider by the.
declarant or by another_who witnessed the revocation.

(b) The attending physician or other health-cars provider
shall make the revocation a part ‘of the declarant's medical

record.

SECTION 4. RECORDING DETERMINATION OF TERMINAL
CONDITION AND DECLARATION.

Upon determining that the declarant is in a terminal
condition, the attending physician who knows of a decls»-.jon

,shall record the determination and the terms of the dec.ccation in

the declarant's medical record,
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1 SECTION 8. TREATMENT OF QUALIFIED PATIENTS.
2 (a) A qQualified patient has the right to make decisions
3 regarding life-sustaining treatment as long as the patient is able
4 to do so.
5 (b) A declaration becomes operative when (1) the
8 declaration is communicated to the attending physician and (2)
7 the declarant is determined by the attending physician to be in a
8 terminal condition and no longer able to make decisions regarding .
9 administration of life-sustaining treatment. When the declaration
10 becomes operative, the attending physician and other health-care
11 l providers shall act in accordance with its provisions or comply
12 with the transfer- provisions of Section 8.
13 ' (¢) This [Act] does not affect the responsibility of the
14 attending physiclan-or other-health-care provider to provide -
15 treatment, including nutrition and hydration,.for. comfort .care .or
18.. alleviation of pain.
.17 (d) Unless the declaration otherwise provides, the
18 declaration of a qualified patient known to the attending
19 physician to be pregnant shall be given no force or effect as
20 long as it is probable that the fetus could develop to the point
21 of live birth with continued application of _l!fe-suatnimnc
22 treatment.
23
24 SECTION 8. TRANSFER OF PATIENTS.
25 An attending physician or other health-care provider who is
26 unwilling to comply with this {Act] shall as promptly as
27 practicable take all reasonable steps to transfer care of the
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declarant to another phyaician or health-care provider.

SECTION 7. IMMUNITIES.

(a) In the absence of knowledg;: of the revocation of a
declni-ltlon. a person {8 not subject to civil or criminal Hability
or discipline for unprofessional conduct for carrying out the
declaration pursuant to the requirementa of this [Act].

(b) A physician or other health-care provider, whose
actions under this [Act) are in accord with reasonable medical
standards, ia not subject to criminal or civil liability. or
discipline for unprofessional conduct.

SECTION 8, PENALTIES.

- (a) A physician or other health-care provider who
willfully fails to-transfer-in-accordsnee-with-Section—6-ia guilty--—
of [aclass _ __ _ misdemeanor]:. =~

(b) A physician who wilifully fails to record. the
determination of terminal condition in accordance with Section 4
{a guilty of (a class misdemeanor) .

(¢) An individual who willfully conceals, cancels, defaces,
or obliterates the declaration of another without the declarant's
consent or who falsifies or forges a revocation of the declaration
of another is guilty of (a clsas miademeanor].

(d) An individual who falsifles or forges the declaration
of another, or willfully conceals or withholds personal knowledge
of a revocation as provided in Section 3, is guilty of [a class

misdemeanor].
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(e) Any person who requires or prohibits the execution
of a declaratio>n ~¢ a condition for being insured for, or
recelving, hcalth-care services shall be guilty of (s class

__ misdumeanorl.

() Any pevsun who coerces or fraudulently induces
another to execu!n a cuciaration under ‘this [Act] shall be guilty
of faclass . __ ___ wiademeanor]. . *

(g) The sanctivna provided in this section do not displace

any sanction applicable under other law.

SECTION 9. - GENERALL FROVISIONS,

(a) Death resulting from the withholding or withdrawal of °
life-sustaining treatment.pursuant to a declaration and in
accordance:with-this -[Act] doer not constitute,.ioe any purpose;
a suicide or homicide. -.-

(b) The making of a declaration_pursuant to.Section 2-
does not.affect. in-any manner-the- tale, procurement, or issuance
of any policy of life insurance or annuity, nor does it affect,
impair, or modify the terms of an.existing policy of life
insurance or annuity. A policy of life insurance or annuity is
not legally impaired or invalidated in any manner by the
withholding or withdrawal of life-sustaining treatment from an
insured qualified patien:, notwithastanding any term to the
contrary.

(c) A person may not prohibit or require the execution of
a declaration as a condition fc' being insured for, or receiving,

heslth-care services.
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(d) This [Act] crestea no prwaumption concerning the
intention of an individual who has revoked or has not executed a
declaration with respect to the use, withholding, or withdrawal
of life-sustaining treatment in the event of a terminal condition.

(e) This [Act] does not affect the right .of a patient to
make decisiona regarding use of life-sustaining treatment so long
aa the patient is able to do so, or impair or superaede any right
or responsibility that any person haa to effect the withholding or
withdrawal of medical care. .. ..

(f) Nothing in-this [Act] shall require any p..ysician or
other health-care provider to take any action contrary to
reasonable medical standards.

(g) Thia [Act] does not condona, -authorize, or approve -
mercy-killing or euthanasia.

SECTION 10. PRESYMPTION OF VALIDITY OF
DECLARATION. -

A pnysician or other.-health-care -provider-may presume —in
the abaence of knowledge to the contrary, that a declaration
compliea with this [A¢t] and is valid.

SECTION 1i. RECOGNITION OF DECLARATION EXECUTED
IN ANOTHER STATE.

A declaration executed in another state in compliance with the
law of that atate or this state is validly executed for purposea of

this [Act].
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SECTION 12. EFFECT OF PRIOR DECLARATIONS.

An instrument executed before the effective date of this [Act]

that substantially complies with Section 2(a) shall be given effect

pursuant to the provisions of this [Act].

SECTION 13. SEVERABILITY,

If any provision of this [Act) or its applicatio . 1y person

or circumatance is held invalid, the invalidity does not affect

other provisions or applications of this [Act] which can be given

effect ‘without.the invalld provision or application, .and to this
end the provisions of this [Act] are severable.

SECTION"14." "TIME OF TAKING RFFECT.
This [Act] takes effect on : .

SECTION 15. UNIFORMITY OF CONSTRUCTION AND
APPLICATION.

This [Act] shall be applied and construed to effectuate: its
general purpose to make uniform the law with respect to the
subject of this [Act] among states enacting it,

SECTION 18. SHORT TITLE.

This [Act] muy be cited as the Uniform Righté of the
Terminally Il Act.
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1 SECTION 17. REPEAL.

2 The following acts and parts of acts are repealed:
3 (1

4 (2)

5 )
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APPENDIX o
Mediciae and Humanity

Prog. cxit. Care Med., vol. 2, pp. J-l‘3 (Karger, Basel 1985)

Life at the Other Exid of the Endotracheal Tube:
A Physician’s Personal View of Critical Iliness

Edward D. Viner

University of Pennsylvania School of Medicine, Hemniology-Oncology Section,
Pennsylvania Hospital, Philadelphia. Pa.. USA '

Introduction

Having considered the technical and scientific aspects of acute lung
injury and mechanical ventilation, it is time 10 pause and remember that
there is a living. thinking, feeling. and frightened human being on the other
end of that machine. While it js incompatible with our self images as empa-
thetic care providers, having had a serious personal experience with iliness.
1'can assure you that none of us really know what we doctors ask our
patients to endure, and what a devastating physical and emotional experi-
ence it is to be critically ill. The facts of my panticular case really do not
matier, other than to provide the perspective from which 1 speak, and to
make all of this a little less sterile and academic. Besides the specific med-
ical details of his case, each patient brings his own personality and psycho-
social background 1o his illness, all of which affect that individual’s ability
10 cope with the stress of his ordeal. The physician must be ever mindful of
all of this in considering his patient on the other end of the. tube, whom
illaess has reduced to an eye-watering, lip-quivering mass of protoplasm,

Case Presentation

I was a 34-vear-old hematologist working with critically ill and dying
patients every day, when, on May 2, 1972, at the behest of my then preg-
‘nant wife, I went for the first complete physical examination of my adult
life. While in every respect ] anticipated a purely routine venture, the exam-
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ining physician communicated an unspoken mes<age of alarm as he paused
in examining my liver. Having established that there was marked enlarge-
ment of the right lobe. a liver scan. was performed the next day. Afier liter-
ally grabbing the scan out of a reluctant radiologist's hand, and seeing for
myself the large cold area in the right lobe, ] then joined the downcast herd
of patients inevitably found in X-ray department waiting rooms. ] imme-
iately identified with these unfortunates, whose doctors, like mine, were
doing X-rays lookiag for cancer. As ] proceeded 10 have a chest film, intra-
venous pyelogram and long upper G, all in search of the presumed occult
priman tumor. | sat there terror stricken, trying to deal with the mental
images of my cachectic. end-stage, cancer patients, and my speculation as to
whether | would still be alive when our baby came that August. In between
studics. | called home to tell my wife about the findings. and thai 1 would be
admitted to the hospital. | called my secretary to have her cancel all my
patients. forever, and called my insurance agent, accountant, and attorney to
meet me in my hospital room that afiemoon. ], as most doctors, did not
have my personal affairs in order, and properly atiending 1o all of this
ultimately was 1o provide me with significant peace of mind in the weeks to
come.

The following morning ] had a bone marrow examination, proctoscopy
and barium enema. all of which were normal. At this point it seemed likely
thai the lesion was a primary hepatic lumor and a subsequent arieriogram
confirmed that it was almost surely a hepatoma, I was decided that explo-
ratory surgery should be performed. but this was delayed by the develop-
ment of a deep venous phiebitis. which in combination with a low-grade
fever, only served 10 reinforce further my certainty that ] indeed had a
hepatic malignancy. Finally, on May 16, surgical exploration of my liver
through a thoracoabdominal approach was carried out. The lesion fortu-
nately proved to be a huge benign hemangioma, but 1 really did not believe
my doctors were telling me the truth concerning the pathology. even though
] was shown the reports firsthand, and ultimately was visited by the chief of
pathology. Only weeks later, afier being put on the respirator, and realizing
that my senior atiending surgeon, Dr. Jonathan Rhoads, was 100 sensible to
put me through all this, if indeed 1 had had an inoperable malignancy, did 1
really become secure that the pathology was truly benign.

The first five postoperative days were spent in the intensive care unit,
with tubes coming out of everywhere, but this experience did not prove
panticularly difficult. However, soon afier being transferred out of the unit, ]
began to have a recurrent spiking fever requiring hours on an ice blanket
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each day for more than two weeks. Multiple thoracenteses. bronchoscopic
examinations, and various scans failed 10 reveal the cause, and ultimately it
was presumed that there musi be a subhepmic collection of pus. According-
ly, 1 was to be operated upon again.

] went 10 the second surgical - prbcedure again very frightened, not
because of fear of malignancy this time, but with a temperature of nearly
103°, 1 felt 100 sick to go 10 surgery safely. My firs: awareness postopera-
tively was the bank of lights overhead, indicating that ] was back in the
intensive care unit and that ] was 100 sick 10 be brought back 10 my private
room. As the scene unfolded, the large overhead clock. and the darkness
outside, told me thai it was 3.00 a.m., and the preserce of my surgeon
further alarmed me since the chairman of surgery does not come in for
routine postoperative problems in the middie of the night. | then also real-
ized that ] was packed in ice cubes, and from bits and pieces of the conver-
sation tha! ] overheard, ] concluded that 1 had indeed been found to have a
large abdominal abscess, that 1 had developed Gram-negative septicemic
shock and, in short, was in bad trouble. The subsequent days were 10 con-
firm that perception, and more.

The next night with the endotracheal tube in place, ] began to vomit. 1 *
was awake and alert and wanted to pull the tube and bite block out of my
mouth so 1 could vomit over the side of the bed. 1 realized that 1 might
" aspirate. and indeed. later knew that ) was doing so. even though the nurse
10ld me ‘everything is under control; you can't be aspirating because of the
balloon on the endotracheal tube'. Over the next couple of days ! developed
a combination of aspiration pneumonia and shock lung. and finally afier
becoming totally exhausted from the work of breathing. ] wrote my wife a
note, telling her that 1 could not last more than a few more hours unless
something different could be done. At my request, she calied in my close
friend, the former head of the hospital's respiratory intensive care unit. who
was away on vacation. Dr. Robert Rogers. now Chief of the Pulmonary
Section of the University of Pitisburgh, responded immediately, and
quickly taught me that there is a real ar7 10 running a respirator. 1 am still
not really sure of all that he did, but within several hours I was breathing
infinitely more comfortably and the immediate crisis had passed. There was
more yet to come, however. A tracheotomy became necessary, and I subse-
quently learned that the complication of *PEEF" is ‘POP" as | begun a series
of pneumothoraces requiring multiple chest tubes.

. The final statistics summarizing my misadventure include 120 days in
the hospital, 31 days on the respirator, 10 chest tubes, 13 thoracenteses, 118
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arterial blood gases (without benefit of an arterial line, and which 1 calcu-
lated one night trying 1o while the hours away, required a rough average of
3.2 sticks per specimen), hundreds of hours on the ice blanket, 3 broncho-
scopic examinations, and.7 months out of work. It was a year before I really
fel1 well again with no further chest or abdominal pain or overt dyspnea.
Along the way, there were many indelible lessons learned, which, until then.
I had thought, in a superficial intellectualization, 10 be self-evident.

Perceptions from the ICU Experience

First of all. we doctors really have no concept of that which we ask our
patients 10 endure physically and emotionally. all at a time when they are
most vulnerable, physically and emotionally. Patients would benefit im-
measurably if every care provider could experience the preoperative terror
of thinking he has an end-siage malignancy, the nostalgia inherent in believ-
ing that he will not see his children grow up, and the preterminal mourning
over the thought that he is leaving behind everyone whom he knows and
loves. 11 1s clear that if the illness is serious enough, even the most resolute
patient will meet his match. While 1 had started out feeling strong, both
physically and emotionally, by the end of the 31-day stint on the respirator.
I had literally become that labile. eve-watering. lip-quivering mass of pro-
toplasm that we physicians have all seen on the end of the endotracheal
tube.

The patient lives in a very circumscribed world. Accordingly. everyone
who eniers his day assumes a magnified role. While the doctor is theoreti-
cally the ‘leading man' in the cast of characters, he is there for only a few
minutes once, or al mosi, several times daily. Therefore, it is the nurse with
whom the patient literally lives his day, who is really the most important of
all. However, the patient's world also includes various paraprofessional and
support personnel, on down the hierarchical ladder 10 the ward clerk, the
paperboy and the ‘environmental engineer’ who mops the floor around the
bed. It is unfortunate that these people do not realize the importance of
their roles in the patient’s life, and are no! prepared for this responsibility. A
warm smile instead of an air of oblivious indifTference makes all the differ-
ence 10 the patient on a respirator.

As stated, it is the nurse, and not the doctor, who is the single most
important person in the critically ill patient's life. In turn. the single most
importani attribute of the nurse is whether she cares. 1 thought 1 could tell
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with great accuracy whether an individual nurse did or did not, and ]
quickly decided that there were basically two types, angels and bitches.
However, it aiso became clear that there was also a third group comprised
of nurses who, no doubt, had been excellent, but who had been in the
intensive care unit 100 long. Whilé they wete fine technicians when it came
10 aspiratine a patient and doing other procediires, the human qualities had
been lost. i lay there trying hard to define just what defines a ‘good nurse’,
and finally decided that it is a combination of warmth and sensitivity with a
significant degree of professionalism which are the key ingredients. ]
learned that there is a remarkable degree of nonverbal communication:
between the respirator patient and the nurse. Her modds. attitudes, basic
intelligence and ability, her personality and her personal problems all inter-
act 1o afTect the botiom line for the patient. ] found myself concerned about
who was coming on the next shifi. Some inspired confidence; with others 1
could expect a confrontation, 1 was also surprised with my concern over the
personal appearance of my nurses. If her uriform was dirty or sloppy, 1
became concerned that her care would be similar. ] resented undignified
behavior in the unit; loud noise and raucous laughter seemed inappropriate
and incongruent to my personal situation of being half dead on that
machine. Whereas 1 ordinarily would have smiled at some of the inter-
changes between a surgical resident and nurse in the middle of the night at
the.nurses® station, that was not in keeping with the raison d'étre of their
being there, which from my limited vantage point was to keep me alive.

One of the most frustrating aspects was the custom of rotating the
nurses. The rationale seemed to be that nu one nurse saould get too
involved with a given patient, althosgh from the paiient'’s point of view,
this boiled down to having one first date after another. By .he end of the
shift, just when a given nurse had learned how to aspirate and position me
in the least painful way possible, she was replaced by someone 1 had never
seen before, ar.d with whom I had to go through the s1me learning experi-
ence all over again. ] also got a bit paranoid about why the nurses were being
changed all the time. ‘Didn't they like me? ‘Did 1 smell bad?” ‘Wasn't ] a
good patiemt”

Many of these feelings also applied to the physicians, particularly the
house stafl. There was a tremendous difference betveen how the various
surgical residents cared for me. It was obvious that some either refused to
get involved, or really did not know how, at a personal level. On the other
. hand, my senior surgeon who had performed both operations, was caring
and touwlly in charge. I came 10 realize how vital it was for there to be a
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steady ‘captain of the ship'. for it was easy 10 see how quickly one’s care
could deteriorate 10 the level provided when a commuttee of subspecialisis
is collectively in charge.

Another basic issue also applies equally 10 doctors, nurses and all
health care providers. It is a problem. on the other hand, with which ] have
some sympathy, for even now, in'spite of the unique learning experience my
iliness provided, 1 find myself, nonetheless. forgetting 1o listen to the
patient. There were countless examples over the many weeks in the ICU
when this basic failure made life difficult and, a1 times, even dangerous for
me. As noted. the night | aspirated what seemed 10 me a gallon of gastric
juice. ] was awake and tried 10 tell the nursc in charge that | was aspirating,
and that it would be better if she pulled the endotracheal wbe and bite block
out and simply let me vomit. | was 1old. ‘My. my. my. don't we know a lot
about ourselves’. With the first pneumothorax. | tried 10 explain that | was
-+ short of breath, but the attitude was that 1 had been short of breath for a
week, so what was new? Well, this was new, and different, and 1 knew
something was wrong. although J knew not what. Finally, it was the respi-
ratory therapist. and not a doctor, who recognized that ] had a tension
pneumothorax (the surgical resident refused 10 come over from the nursing
station 10 listen 1o my chest). While on hyperalimentation, an erroneously
large dose of insulin was given on one occasion. following which 1 had the
classical sympt&ms and signs of an acute hypoglycemic episode. 1 was cold
and soaking wet, and felt absolutely bizarre up there on cloud nine. When |
tried 1o explain this 10 both the nurses and the surgical house staff. 1 was
10ld that I could not possibly have a hypoglycemic reaction with 50% glu-
cose running. It remained for a physician not involved with my care. who
was visiting the patient in the next bed. 10 recognize that the pleas 1 was
writing on the clipboard were correct, and 10 speed up the IV enough 10
raise my blood sugar. In truth though, we will never know if my diagnosis
was correct, for 1 never was able 10 get anyone 10 draw the blood sugar
which would have vindicaied me. The respiratory patient in panicular is
dependent both on the machine, and on the care provided. Beside the basic
frustration inherent in not being in control of one's destiny, it was also
frightening 1o realize that the staff did not always respect one's observations
about himself. ’

While, appropriately enough, great atiention was given 1o the operation
of the respirator, my blood gases, and the otlier parameters by which 1 was
followed. after a time ] became rather ambivalent about all of this and really
was much more concerned about creature comfort. This is something hard
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10 come by in the 17U situation. Basically, 1 hesitated 10 ask for amenities,
when others around me were also very ill. | longed for one of those old-
fashioned private .duty nurses we so irreverently called ‘biddies’, whose
whole purpose would be 1o flufl my pillow and position me comfortably.
Nawrally, I was 10ld that type of nurse was notallowed in the ICU, and that
such an individual' would just be in the way of the more crisis-oriented, and
sophisticated. unit staff. ] tried 10 tell them that 1 really did nct care about
the machine any more, that the President would have a creature comfon
nurse, that 1 would pay for it, eic., but it was all 10 no avail.

After a time. having Jong since lost any ability 10 control the situation
physically, 1 also began 10 lose emotional control. At times } was frankly
psychotic. Intermittently | realized this. and was both very frightened and
embarrassed by it. While intellectually | knew what was happening 10 me,
and that it would pass if 1 survived, nonetheless. ] became quite concermned
about whether ] would be whole again mentally. 1 also worried that ] would
never be able 1o function as a doctor again. I thought about asking iosee a
psychiatrist, but decided that he really could not help in view of the existing
physical situation. 1 also was a litile embarrassed 10 acknowledge that I
needed this type of help, which was an unforiunate mistake. In coherent
moments ] could understand the reason for specific delusional ideas,
"dreams and nightmares. For example, it was not surprising 10 find myself
both insecure and concerned about the lack of privacy when I found myself.
on the back of a flat-bodied truck in the middle of a corn field a1 a state fair
in Kansas. My demand 10 be put back in the ICU at the University Hospital
where 1 would be safe, made obvious sense. and my annoyance at being
gawked at by the surrounding spectators was undersiandable in view of the
lack of privacy in the ICU situation. ] came 1o know John Kennedy very
well as we both sat in the bottom of PT boat 109, a concept engendered by
the ‘putt putt” sound made by water in the respirator tubing which is not
unlike a boat motor. 1 was repeatedly concerned that the place was being
robbed and no one was doing anything about it, perhaps reflecting the
stealing away of my heslth without recourse. Frequently, when the bed
sheet was stained with a drop of blood, 1 asked for a new one. The nurses
had trouble understandiug that during the night. the werewolves and vul-
tures came and ate any blood spots, leaving me cold and shivering with a
cover full of holes. 1 was appreciative of those who were wise enough to0
- react 10 my mentai aberrations with a sensible, straightforward atiempt 10
reorient me, and angry later with anyone who led me on during one of my
‘trips’.
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Towards the end of the ICU experience, when sleep deprivation, mor-
phine and the intensity of my physical problems were no longer interacting
1o produce psychotic thinking. this was replaced by fear that 1 just would
not be able 1o hack it emotionally until I could escape from the unit. ] began
10 cry at the sight of my wife entering the room, and at the mention of the
family dog, let alone our children. On the last day, when tliere was a retrac-
tion of the promise that 1 could leave the unit that morning. because my
blood gases were not adequate, 1 told my doctor that 1 just could not stand it
there any longer, and that ] absolutely had 10 go. If there is heaven on earth,
it is the private room to which I was transferred. where it was clean and
quiel. and where my very own private duty nurse could take care of my
basic necd for comfort. without being a slave 1o the respirator and its atien-
dant demands.

| am ofien asked if 1 suffered much pain during this experience. 1z
actuality 1 did not, and indeed pain, when it was an issue, seemed readily
relieved by morphine. A more important and difficult challenge was being
just plain miserable. Under this heading. 1 include the problem of being
chronically uncomfortable. with multiple chest tubes making it impossible
to move or breathe without a sharp reminder, and the raw post-tonsillec-
tomy feeling in one’s throat afier a nasogastric tube has been in place for 31
straight days. Also included in the misery category are the problems of
nausea. abdominal cramps. and hiccoughs. of feeling dirty. with no decent
bath or shampoo for many weeks, the bad taste of an oral fungus infection.
and multiple other minor indispositions. Sleep deprivation was also a very
difficult contributing problem for me. For the first five days on the respira-
tor. 1 essentially had no slecp and finally bargained with my doctor to close
the curtain around the bed and leave me to1ally alone for two hours so that |
could regain the strength to go on. I remember very vividly telling him that
if 1 died, 1 died. Time, in general, passed at a snail’s pace, and most nights
seemed interminabie. .

The problems of communicating were serious and varied. 11 was very
difTicult to write everything laboriously on a clipboard all of those weeks on
the respirator. Indeed, one of my very favorite visitors was one of the hos-
pital ressarch staff, who had been totally deaf since early childhood, and as
a resull, could read lips expertly. For him, communicating with me was no
different than with anyone else. With little to divert me, 1 became terribly
tired of thinking about myself incessantly. Finally, Dr. Rogers brought me a
transistor radio, and ] suddenly again became aware of an outside world.
There were even those times when the problem of communication was
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dangerous. On 1wo occasions, the janitor pulled the respirator plug out of
the socket without realizing i1, leaving me on a closed system with no
movemesii of air. ] am told that emergency alarms were supposed to go off,
but my cnly memory was having 10 detach the respiratory tube from the
tracheostomy imyself in order 10 breathe room air.

Another question commonly asked of me concerns whether 1 1hough1
about dying. This was an all-pervading and relentless issue. though my
thoughts ultitnately became quite ambivalent. Most of the time I was very
frightened that 1 would, though 1 derived some comfort. during the long
hours ] spent preoccupied with this issue. from the fact that 1 had had the
opportunity ‘o arrange my economic affairs in a way that would enable my
children to be educated and my wife 10 be comfortable. There were other
times. however. when I was so tired of plugging on. that 1 wished 1 would
just go 1o sleep forever. Lasily, at times there were some thoughts about
committing suicide. 1 was frightened by such thoughts. and it took the
nurses some time 1o understand the origin of my occasional questions con-
cerning whether the unit windows were locked. Much of the time was spent
thinking nostalgically about my family and about all the everyday things we
take for granted. but which now suddenly were 10 be no more. ] would not
see the Philadelphia Eagles play again or again drive along the River Drive
a1 cherry blossom time. or see who would win the election. Later, 1 realized
that all this constituted a 1ype of preterminal mourning process. One of the
most distressing aspects of my preoccupation with dying was a recurrent
dream which 1 had many times a night even after 1 was convalescing at
home. Simply stated. I was placed on a sireicher. jusi as I had been for
countless excursions 10 X-ray, the OR. Physical Therapy, etc. This trip.
however, 100k me down into the bowels of the hospital where a door was
opened into a room with five tables. On four of the tables were bodies and
the fifth one, in the middle, was empty. At that point the morgue atiendant
indicated that | was 10 climb up there, and my autopsy began.

There was little opportunity 10 talk about all of this, and in fairness-10
my doctors and nurses, I gave little indication of my preoccupation with
death and dying. On one Sunday morning, however, 1 did finally tell the’
assembled group at the bedside that ] was very fearful of that possibility and
that I had 10 talk about it True 1o storybook fashion, each person in the
retinue physically drew back in response. The distance was perhaps only a
quarter inch, but it was perceptible and obvious, and my reaction was 1o feel
somewhat sorry that ] had laid such a difficult situation on them. 1 realized
that nowhere in our training at the time, had anyone taught us how to deal
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with such a statement from a patient. My senior surgeon, Dr. Rhoads, how-
ever, responded straightforwardly and appropriately 10 my pieas, commu-
nicating openly that the physicians also had been very concerned that ]
would die, but was then able 10 point out that each day 1 was a little better
than the day before, and'that they were cautiously optimistic that 1 would
survive. This open exchange was very comforiing 10 me and 1 did not again
during my illness have such a compelling need 10 discuss these issues. How-
ever, adding to the total misery of the situation was the never-ending anx-
iety and resulting deprssion over my long-term prognosis. Even afier it
became clear. even 10 me. that 1 would survive, it was by no means clearly
to any one whether | would be more than a respiratory cripple.

I cannot leave this discussion without acknowledging the tremendous
suppon provided by my wife. While shc was pregnant. and ultimately deliv-
ered our baby alone, by natural childbirth, four days before | lefi the hos-
pital. she nonetheless was able 10 give selflessly throughout my ordeal.
Because she had been an intensive care nurse herself, she was what the
nursing stafl termed a ‘good visitor' and thus was aliowed to siay afier
hours. 1 became totzlly convinced of the importance of a critically ill patient
having his family with him for more time than the negligible visiting hours
allowed in most intensive care units, and subsequently, have worked hard
10 get visiting privileges liberalized in our hospital.

Conclusions

T came away from this experience with great concern about who should
receive the type of heroic effornt which saved my life. I was nawrally very
grateful that everyone had worked so intensively to get me through it, yet it
v.as obvious thai the patient pays dearly, both physically and emotionally,
in such a circumstance. Thus it seems clearly that for the patient who can-
not get better by virue of a diagnosis of end-stage malignancy, or other
terminal disease, this type of care is totally inappropriate. 1 had many con-
scious thoughts that living was not in itself paramount and that mainte-
nance of dignity and quality of life are truly valid concerns.

Accordingly, in the end, to me the two biggest decisions concerning the
respirator are whether 1o use it at all and, subsequently, when to tum it ofT if
the patient is not salvageable. However, cessation of an aggressive approach
does not mean cessation of ‘intensive care’. It does involve, though, accep-
tance of different goals, i.c., comfon for the patient and sensitive suppon

a1



89

Life a1 the Other End of the Endotracheal Tube il

for the family. These lessons from my personal experience led to my
becoming involved with the hospice movement, which was just beginning
in the United States at that time, for it was clear that the hospice philosophy
was much in keeping with these concepts.

I would like to think that my experience has ueiped me to be a better
doctor in a number of basic ways. I hope, and trust, that I now find it easier
10 listen to the patient. I no longer use machines and other intensive sup-
portive procedures simply because they exist. | am able 10 talk more easily
with sick people now that 1 have been there, and 1 understand that these
patients are preoccupied with the fear of ¢ying and want 1o 1alk about it. 1
am much more liberal with the use of morphine, when indicated. and can
accept comfort as an end in itself. In short, 1 am able 10 deal better with the
fact that some patients should be allowed 10 die quietly, with dignity. and
without machines.

So, my final message is that we must not become a battery of specialists
rendering superior frearment while care is absent. The patient should be the
beneficiary of what we are doing. and not the victim. We must always keep
our perspective, and not get lost in the maelstrom of our technology. We
must always keep track of where we are going with our machines, not only

medically and scientifically, but also economically, legally, morally and
humanly.

E.D. Viner, MD,

Head, Hematology-Oncology Section, Pennsylvania Hospital.

Clinical Professor of Medicine, University of Pennsylvania School of Medicine.
727 Delancey Street, Philadelphia, PA 19107 (USA) :
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Ocroser 1h, 1985,

Mr. Chairman, in order to help ensure that all sides of this issue are represented,
1 would like to present this statement by Doctors for Life written by Dr. Anne E.
Bannon and Dr. Joseph R. Stanton.
Dr. Stanton was the witness who was unable to testify due to the limited time
available for the televised hearing.
Panrick L. SWINDALL,
Member of Congress.
Docrtors For LiFe,
St. Louis, MO, September 30, 1985.
House SeLect COMMITTEE ON AGING,
U.S. Capitol,
Washington, DC.

HonorasLE MAcisTRATES: We addess you in behalf of Doctors for Life. We have
been informed that you are holding a hearing on Death with Dignity and the Living
Will. Each member of Doctors for Life is committed to both lite and death with dig-

nity.
\{’e wish to be recorded as opnosing formally legalizing the Living Will because of
inherent dangers in that instrument. .

We holc:

(a) That the living will gives no right to the competent patient that the person
does not already possess.

(b) That there is no “right to die”".

(c) That death is a genetically inbred inevitability, inherent in the very humanity
of every individual member of the species homo sapiens.

(d) That dignity in dying and in death i8 not created or conferred by a printed
piece of paper, by legislative decree, or judicial fiat. :

(e) That for the human person/patient food and water (nutrition and hydration),
warmth, competent and compassionate medical and nursing care and hygiene are
basic huma.1 rights not medically discretionary items. )

() That such dignity as exists in dying and in death is never lost if the patient/
person is cared for with the respect due to the dying human person.

(g) That the existence of a living will signed in a time of health without informed
consent as to the illness, in which it may be brought to bear may in fact deprive the
incompetent patient of what would be the appropriate treatment based on the ap-
propriate best medical judgment of all the circumstances at that time.

(h) That is not a quantum leap from the “useless eaters” of the 3rd Reich to the
“biologically tenacious individual”, the “chronic vegelative slate” and “incapability
of return to cognizant and sapient behavior” as some ill and incompetent Americans
have already been referred to in court decisions, legislative hzarings, and in Ameri-
can medical and ethical articles. » .

(i) That attempts to broaden the definition of “terminaiiy ill” from “imminentl
dying" to “wher death may be expected in a year or so” creates a one size fits all
definition that may be applied to almost any person over a certain arbitrary age.

(i) That in states having a living will on the books five years and longer, there
exists no documented evidence that it is either widely utilized or that it solves the
problems. Indeed, there i8 evidence to the contrary.

(k) That were the uniform living will law enacted, it puts a tool in the hands of
those who in the name of cost cutting and utilizing scarce resources, might deprive
aged and dependent patients of their basic constitutional right to life. The demo-
graphic factors already locked in place clearly indicate that there will be increasing
numbers of eldel’lll'i as we move into the 21st century. They will be expensive to care
for and sustain. The deck should not be stacked against them.

() That the chief forces Ero andizing for the living will are the Euthanasia
Eduational Society, The Right to Die Society, and the Hemlock Society. We believe
that there exists no genuine urgency to creale a uniform living will. That such pres-
sures as do exist come largely from such propaganda groups and their allies in the
media stampeding legislatures like lemmings to fly off the cliff.

We draw to your attention the subjects of two Massachusetts Court cases, al an
the matter of Hier EB4-592 and b) Brophy v N.E. Sinai Hoepital. The patients, in
both of those cases, are alive at the moment we write. Had either of these living
g‘eti_ents signed living wills in the past, they would most probably not be alive today.

heir continuing life was protected by existent law which allowed the appropriate
best medical judgment to be determined and to be followed.
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There is a growing concern that a uniform living will act may hecome a death
warrant for aged and impaired Americans. Even now, papers are surfacing in the
medical and ethical literature under titles such as “Against the Emerging Stream”,
Arch. Int. Med. 145 129, 1985 by Siegler, M., M.D., and Weisbard, A.J., J.D. We urge
careful attention to this counter tide even now emerging and growing. Thus far,
only proponents of the living will have had media attention and that distorts per-
ception from reality.

e suggest that your true warrant lies in the ideal expressed by Thomas Jeffer-
son that “the care of human life and happineu and not its destruction is the first
and the only purpose of good government.” We ask fidelity to that warrant. We fur-
ther request caution as you proceed and openness to the real concerns enumerated
in this statement.

Indeed, each of us and others of the Board of National Doctors for Life would be
pleased to appear before you and testify at any time.

Respectfully,
ANNE E. BANNON, MD,, F.ACP.,
President, National actors for Life.
JosepPH R. Stanton, MDD, F.ACP.
Member, Advisory Board, National
Doctors for Life.
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AMERICAN Ass0CIATION OF HOMES FOR THE AGING,
Washington, DC, October 28, 1985.
Hon. EpwaARrp R. RovBaL,
hairman, House Select Committee on Aging,
Washington, DC.

DeAr CHAIRMAN RovBaL: The American Association of Homes for the Aging
(AAHA) commends you for ¢ ‘dressing a most sensitive and thought-provoking issue
in your October 1st hearing, “Dying With Dignity: Difflicult Times, Difficult
Choices.” As an Association representing over 2,700 nonprofit providers of housing,
health care, long term care, and commuity services for the elderly, we are keenly
aware of the complexity of this issue and the overriding need not to lose sight of the
terminally ill person’s total care needs—psycho-social and spiritual as well as medi-
cal—which require patient and family involvement and compassionate caregiving.

We are very pleased to have this opportunity to share with you a speech by Mon-
signor Charles Fahey, Director of the Third Aqe Center at Fordham Univesity, on
“The gﬁality of Life . . . The Dignity of Death.” Monsignor Fahey, a past president
of and long-time member of the Association, presented this speech to the
AAHA membership at the Association’'s Annual Meeting in San Antonio last year.
We believe that this speech presents an important framework for discussion and
public policy decision maki regardl.r;g death and dying—discussion that must
extend beyond the legal implications of medical technological and encompass the
ethical and moral dimensions of caring for the terminally.

Thaxélix you tllgain for your attention to this most important issue.

ncerely,
DEAN SAGAR, Director of Governmnet Affairs.

Enclosure.

THE QUALITY OF LiFE . . . THE DIGNITY OF DEATH!

It is a pleasure to be here with you today. However, the subject of the guality of
life and the dignity of death is not as easly one. What I propose to do today is to
present to you a challenge and generai framework within which that challenge
might be dealt with. I take this approach because there are no easy answers or pre-
scription for behaviour in addressing death with dignity. Rather, I am going to give
you an overview and talk about it not ever being this way before. I am going to
speak about the competence of AAHA generally and your particular facilities. I'm

oing to talk about the necessity of both discernment and action, and about the pub-
icness and the privateness of death. I am going to speak briefly about the interac-
tion of law, ethics, morality, and values. I am going to speak specifically about the
typography that we must deal with inevitably. Then, I am going to make & modest
Pro, for you as a up, for ur as an organization, and for your individuel facili-
ties. I'm going to s “o its importence and to its possibility That's a large agenda
and it's complicated; yet, there is no way that we can deal with this agenda without
nuancing it and without putting it together with its different, various elements.

I begin with the theme that some of you have heard me give before but not pre-
cisely in the same way because it has never been this way before. Indeed, we cannot
put new wine into old wine skins, or sew old cloth with new thread.

We need to take a look at the reality of today, and to take our considerable
wisdom, knowledie. and commitment and deal with today and tomorrow’s reality. It
has never been this way before because of the sheer numbers that are irvolved. It
has never been this way before because we have been successful in decreasing mor-
bidity and mortality for every age cohort, but we also have a secondary and unin-
tended effect—a rise in both the incidence and prevalence of chronic disease amun
many of our people. We always have to be careful to remember that among the old,
the frail will always be the minority; yet, it is a minority which is increasing both
in numbers and significance. So it's never been this way before in terms of the t
of conditions that people face and the degree of fraility and vulnerability. At the

! This is an edited version of a speech, written and presented by Monsignor Charles J. Fahey,
Director of the Third Age Center, Fordham University, New York, NY, at the American Asso-
ciation of Homes for the Aging’s 1984 Annual Meeting in San Antonio, TX on October 29, 1984,
yonslgnor Fahey is a past President of AAHA and a long-time, active member in the associa-

ion.
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saltne time, \ﬁ’e htgve ?een:i tec?i?ological advantl:les %hz;t l;avelh:;iped {il} this process,
not necessarily of prolonging life s materially, but of prolonging ® expectancy.

thin this context, we also find ourselves in a culture that emphasizes the cen-
trality of medicine. So effective has medicine been in dealing with things that as-
sault the human personaiity, that we have ascribed to medicine—its practice and
those who practice it—a central role in managing and dealing with almost every
hurting human condition. Adding to this is the new reality that we face in our coun-
tri/. the realization that the sky is not the limit; rather, we will have to make pain-
ful choices and decisions ir regard to the allocation of public resources, societal re-
sources, and we will face excruciating kinds of decision making processes through
which these resource allocation decisions will be made. We have always had to
make these decisions, but it is one thing to make them within the context of a bur-
geoning economy and a ng amount of resources available to us, but quite an-
other to make them in the context of the greater realization that we must be more
careful stewards of the limited resources we have available to us. Final‘lj, in all of
us, we also have an explosion of knowledge and more and more specialization in
git;rerent ways of coming at human hurt, So, indeed, it has never been this way

ore.

The second goint I draw to your attention is consciousness raising in order that
you and I might appreciate ourselves. The institutions of which we are 6art and the
general movement of which we are a part are resresented here today. Very simply,
there is no one in the history of the world and no one today in our country or
abroad that constitutes more actual involvement with death than do we. Every one
of our facilities, often implicitly but oaccasionally explicitly, recognizes that we are
people who deal with death continually. Indeed, it is an essential part of our coming
at the sociul components of care that we not only celebrate life in its fullness, but
we also ize the reality of death and the dying processes. We go about it more
or less well. I suppose the challenge that I will come to at the end of my presenta-
tion is that which can only be m etoagroupthntisstmyoungandgrowmginits
self-awareness and thW in it. maturity. As a movement formally, at least
brought together by 's formation only twenty-three years ago, it is appropri-
au;’ lt;or u? to recogmzad i dthat wefha:;e:ifi rea?onsibli’llx;ty in the coT’mu:lxlg Il‘:’tt only in
public policy, an in advocacy for c for public programs, but that we are
involved with ideas, culture and the air we breathe. Even as we are influenced by
culture and societal norms, it is important that we take our rightful place in influ-
encing them and having some to say from our experience,

I want to be careful how I say thi but by and large all of us in the direct service
area of the not-for-profit field tend to suffer from a kind of false humility. Wa know
more than we real:ze. While dependent upon our scholars and researchers, we too
are part, of the public policy process. We contribute to it and are influenced by it.
We are part of society. But even as we are part of these things, we must influence
them, be in dialogue with them. Just to take the religious sector of which many of
us are a part, many of our various traditions have views in regard to death. Frank-
ly, although death al vays been with us, death is materially different today than
it has ever been before. We m;:tg:&nak to theologians and religous leaders from the

raxis in which we are all en . Indeed, we must listen to scholars like Kubler-
lalnd others, but our collective wisdom must inform scholarship and programs
as well.

I therefore bring us to the third point with two elements: discernment and action.
Let me pause for a moment about the word discernment. I suspect it has a little bit
of a religious connotation and I actually mean it in that wl?; All of us are familiar
with research and we must be involved with research. However, we do it inad-
equately whether at an institutional, state, regional, or national level. Somehow the
rich experience that we have is not brought together sufficiently so that we might
be able to understand actually what is happening and to learn from our collective
experience. But, I am now ing about a process that is deeper, broader, and more
intense than that merely of research. We in effect have a new reality. It is constitut-
ed by the prolongation of the life ) lxl increased longevity, and by the knowl-
edge and technology we have. Put :ﬁose together and that is something new, it
has not been this way before. Again, if I m:gnspeak out of a religious tradition that
I hink moet all of us share, we could say that in effect, God's revelation continues
&. (0% , w there is something known about the stars above or intrapsychic function-
ing oro socialmnctioning.Orputitinasectdartermifyouwillruearch.orina
me  re.-vous context of discernment. We must be concerned about a rocess of un-
deriu-ad 1 the reality of death in this time, to try to understand we come
abou . it & persons and individuals, as facilities, as a society, and as a nation. In all
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oflthis. we are not talking about others. we are talking preeminently about our-
selves.

This b-ings me to the fourth point about death and some notions in regard to it.
Death is not an easy subject; it is not easy to deal with it out there. It's harder to
deal with it within ourselves, whether the within ourselves is the tears we weep for
a parent, spouse, a child, friend, a person with whom we worked. And all of us have
shed those tears even as we have struggled with it intellectually. There would be a
dichotomy that I would set up that is somewhat faulty but is nevertheless useful for
our discussion. One can look at death as intensely personal, always individual, and
always private. Indeed it is all three. However, we can also look at death and say
that it is always social, always involves others. There are generic elements to it be-
c:l;se we share the common human nature and therefore there is a universality
ahout it.

We can also say that it is public because it always involves people and often it
involves resources in one way or another, to which strangers have contributed.
There is a great temptation in our society to focus on one or the other of these two
extremes—to make death an entirely private affair or to make it an extremely
public affair. And I say we cannot do either. You know in moral reflection, just as
in all the rest of human existence and in the public sphere as well, it's always so
easy to go for solutions that are black or white, yes or no. But all of human exist-
ence, including moral kinds of reflection, involves the area of greys. So we affirm
the mystery of life, the death of personal emotion that is involved with the circum-
stances of death, and we recognize that theology and philosophy are preeminently
there to serve us as individuals in dealing with the mystery of life and death and
suffering. And indeed we always affirm that it must be something that has lived
within the private and personal context of families and friends.

But even as I affirm the latter, we begin to see the public nature of it. It is social
in that it always involves family, friends or others, or helpers, if you will, like you
and me. Death in our culture almost always occurs in social institutions, in hospi-
tals or in nursing homes. It rarely happens now in one's own home. Government
has a prima facie responsibility in regard to the protection of life. By its very
nature, government is pro-life, protecting those who are most frail and vulnerable,
And in a more subtle, yet important way, whether or not government uses its
taxing power, and how it uses it, is instrumental in many instances of whether
people will have life or death. Surely government has the responsibility in regard to
those processes around decision making at least. Therefore, we must deal with both
the private and the public, both the personal and the societal, both the individual
and the generic, and all are part of our reflection in regard to death.

My fifth major point is a tough one, but I must deal with it for a moment. It's
about the law, morality and ethics. I think that it is very important and let me start
with the word ‘“‘valueg”. Values is not an unambiguous word. It is a word that is a
way of describing reality; it doesn’t necessarily mean something good. So, the people
who are involved in sociology, the number crunchers like myself, are comfortable
with values. We tend to go out, look at things, and measure how people actually
function. We say that's normative becuuse that is what they are doing. We also will
ask people what they think. This also becomes the way we look at behavior. Thus,
we are able to identify perhaps what values groups of people hold, but it begs the
question of what the values ought to be in the first place. ’I‘gis is where both morals
and ethics come into play.

Let me take a moment to describe what I mean by those two words. Morals and
ethics are a way to look at behavior; they're looking at the oughtness of personnl
behavior of individuals, the oughtness of interpersonal relationships. They're talk-
ing about the relationships of groups with individuals, about society and individuals.
And more recently, we recognize they are talking about the acts of government as
well. There is a moral and ethical quality in all of these areas. Each is a discipline;
the area of morality tends to come out of a religious tradition; the area of ethics
comes out of a philosophical tradition. De facto, as we put them together, they are
intertwined. Each religious tradition has a view of reality. And as soon as we have a
view of 1ality, particnlarly one that comes from reflection on a relationship with
the supreme being, it has implications in terms of our behavior. Ethics, on the other
hand, is a discipline, with its own norms and its own way of going about it, but it
takes the common human experience and puts a value upon action in terms of its
oughtness, in terms of that which is better, and that which is worse. There can be a
great deal of confusion involving differing perspectives on moral and ethical values.
But | would affirm to you that the question of reflection on moral and ethical values
is critical in our society, and it is different than law.
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Note the difference: law is something that is extraordinarily important in our so-
ciety. However, by its nature, it is generic and it is broad. It tends to serve as a least
common denominator and it cannot require that which is better or that which is
good. It has nothing to do with virtue. Allow me to suggest an example of the differ-
ence, We can conscript young people to serve our country in the armed services—
that's the legitimate area of law, but law cannot say to us that we must be patriotic.
That's in the area of morals and ethics. Morals and ethics talk about attitudes, and
internal convictions while, by and large, law is concerned with behavior and has
little to do with intent.

On the other hand, at the very heart of morals and ethics is intent beczuse that,
after all, is what gives us values as human beings. It influences how we act and
what our intentions are in terms of good and evil. Therefore, as individuals and as
professionals and as group providers, as state associations and as a national associa-
tion, we have two-prong responsibility. We need to develop a moral and ethical per-
spective in regard to death, dying, and those who are in the process. We also need to
be en| in the question of how much law, whether state or federal government
should be involved, relative to death and dying.

Sixth, what I am saying is that I think this is the moral territory that we, as a
societal group, have to reflect upon and investigate. I have identified five general
areas that constitute the territory or typography for discussion and reflection, First,
when does life end; that is, the determinaton and definition of death. The second
area involves the process of dying for those who are clearly near the termina-
tion of life. Third is the question of those who are severely disabled who would oth-
erwise survive except their various bodily systems are weakened and are vulnerable
to disease, and the way in which we go about either preventing the disease or inter-
vening therapeutically, so that the disease will not cause death. Fourth is the area
of decision making in all of the above three. Fifth, and not the least important by
any means, is the question of su;:iportive interventions, of a caring community if you
will, in regard to those who are dying. I would like for a moment to reflect on each
one of these briefly.

First, note there is a difference between the definition of death and its determina-
tion. In terms of defining death, we do it only for public purposes. Death is a mys-
tery; no one knows when someone dies. Nobody knows. The only clear indication of
death is actually when putrification comes into lplay. Who knows what tomorrew
will bring. But for thousands of years, common law, the practice in our facilities,
and often statutory law have reflected one test, the cessation of breathing, of heart-
beat as being the sifn of death. Indeed, that has been sufficient and necessary to
bring about a formal determination of death for public reasons and also for inter-
ventions. On the other hand, everytime we make a discovery we find that these
kinds of definitions may not be all that certain. CPR, for example, has brought into

lay the ability to recussitate people. So the old test we all held so firmly became a
ittle more tenuous in terms of its universality and its applicability. Yet, we have all
experienced the e:.:cruciatin% kind of process in which we maintain the heart, the
lungs and circulation, but what we don't maintain is the function of the brain. And
many jurisdictions have in effect said that for public purposes, intervention need
not go beyond a certain point; that is where there is total and irveversible brain
functionmf of the total brain. This is accepted by and large by ethicists and moral-
ists as well as in many states. Frankly, I suspect ihat the determination and defini-
tion of death is not the area of greatest challenge for us.
. My second point is where we do have problems and enormous challenges and that
is in the dying process itself. There are always two questions here and I want to
defer on the one about decision making. When we attend conferences on death and
dyinf regarding the legal and ethical implications, it fascinates me because the
ple presenting are doctors and lawyers who, by and large, focus on competency,
ue process, and how {ou avoid liability. Very few of them are talkm% about the
basic oughtness of death and dying: how are people informal, how am informed,
how is my family informed about what ought to be done in the dying process. This
is really the question that faces us. In a book bl'-‘: Dr. Clements, there is an article by
theologian John Bennett in which he notes that by and large, religious tradition
which has addressed this issue most extensively is the Roman Catholic out of the
declaration of Pope Plous XII which say that, one way or another, the concepts of
ordinary and extraordinary means have tended to find their way into ordinary prac-
tice. That is, you ought to do what is simple to do and {ou don’t have any obligation
to do that which involves extroardinary effort. The only problem is that what used
to be exi:raordirmry2 today becomes ordinary. We have seen a development and an
evolution not only in Catholic moral theology, but generally speaking in many of
these conferences, of a greater specificity in the area of extraordinary. It no longer
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solely involves discussion of the complicated procedures and technology, but it also
involves considerations such as:

Is it there merely to prolong life wihtout anything more (a person not being capa-
ble of any cognition)? Does it involve the alleviation of pain or doesn't it? Is rehabili-
tation possible or isn't it? Is there a cost involved, an economic cost to the individ-
ual, to the society, are there other kind of costs? Is there convenience involved to
the individual or to others? The moral equation is never easy; it isn't a mathemati-
cal tormula, it's a human judgment. What usually is involved is not a question of
good and bad, but a conflict of two goods. We must struggle with that but the little
time we have available makes it difficult for me to distinguished it too well. I would
merely note two specific areas of special concern to us. One is in the use of drugs
that can be foreseen to shorten life, but on the other hand, can be seen to alleviate
suffering. There seems to be a consensus that such a use and intention for the ter-
minally ill is within the context of good morals and ethics. The more difficult issue
is the question regarding the noncompetent individual, totally incapable of any self-
care, in terms of how we provide food and water, particularly in the instance of
having to provide it intravenously or through tubes.

The third area of this ty, aphy has to do with disabled persons and their dying.
The state of Minnesota and others have tried to codify this. Whether it be a disabled
child, a demented person of any age or someone who is very old, they are not dying.
However, the very nature of the dementia or the disability renders such a person
particularly vulnerable to other assaults from various natural sources, such as the
immune system isn’t as strong. Critically in this area, from an ethical point of view,
is the question—what should be done in this instance? Is it necessary to provide cor-
rective kinds of therapies, preventive and prophylactic kinds of therapg? Is it neces-
sary when disease comes to intervene in the lives of these individuals? In this case,
who ought to make the decision, and what should be the role of law?

The next area I draw to your attention is the question of decisions around death.
We have to issue of the person himself who is competent and all those things that
have to do with instrumentalities before the person becomes incompetent and how
they bind us. With regard to the incompetent person, the issue involves the role of
family and all these other things, or those who stand in the place of family, the role
of the conservators, the courts, etc.

Again, all the conferences tend to focus on this and I won't belabor them. Another
issue regarding decision making is one that I don't think we fully recognize. It is the
issue of the Eroup provider and its decisions regarding various issues of dying. Facil-
ity A, B, or C is also involved, not only the individual, family and doctor. As soon as
a person walks through the door of a nursing home, hospital, or in the context of a
home health agency, certain responsibilities are both explicit and implicit about
that facility itself, its moral stance and its views. What is the moral stance in
regard to death and Aecision making of the facility and how does it engage itself
through its practices, policies, and procedures? In addition, we need to look at the
interaction of professionals within a facility. At least some, if not most, cases being
brought before the courts at the present time in the area of appropriateness of
treatment are being brought by one staff member of a facility against another, the
nurse versus the doctor versus the adminstrator. Ilow one develops a corporate cul-
ture in which all are involved and to which all are held accountable is an important
issue in which we all need to be engaied.

Finally, with regard to decision meking is the fact that. rankly, many of the deci-
sions regarding the dying and our capabililtly to deal with them will be made in
Washington or state houses throughout the United States. These decisions are about
what we will spend our Medicare and Medicaid money on. Indeed, decisions affect-
ing us are also being made in Blue Cross plans and private insurance, as determina-
tions are made regarding what we will pay and will not pay. Sometimes it is spoken
of as upstream violence. Whatever it is, these areas have great implications for the
range of choices we have at the local level and what we do or don't do are funda-
mentally a result of the values we articulate as a peoplc Pulbic policy doesn’t resnlt
from a moral process but from a political one. However, it is the values of families,
individuals, and trade organizations that become part of the political process, evolve
a statute, a re%ulation. a reimbusrement policy—all of which take on a moral qual-
ity and are subject to the question of moral analysis in terms of the goodness, the
bat}lness. the preferability of choosing one path over another. We must do that as
well.

The last area of moral territory involves the question of how do we let J;eople die
with dignity within the context of our moral decisions. I believe we've done some
things in this area as an organization, but I think we need to do more. You know
that every nursing home is a hospice to some extent and again, hospice has come
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into being out of revulsion due to the high technology and the fractionalized way we
do things. We need to develop a body of knowledge about the actual process of
achieving death with dignity that is represented in the field by AAHA which will
not only inform ourselves but also our brothers and sisters in the broader communi-
ty. I'll pick on no other group except the clergy. Frankly, Fordham has engaged in
some examination nationally of pastoral care of the most frail and most vulnerable
which discloses that there are voices in the wilderness, there are charismatic indi-
viduals, there are some people who bring tremendous gifts to bear with those who
are dying or those who are disabled. But they are the exception, not the rule. By
and large, the pastoral care for people who are frail and vulnerable is poor. even in
religiously oriented facilities and programs.

This leads me to my conclsuion and I would make a proposal that hopefully is not
too modest, yet which I think is extraordi important, and is based upon all |
said before. Death and dying are extraordinarily imporzant events in the lives of us
all—personal, individual, and private. But inevitably death and dying are public;
they are societal; and they involve groups. We may wish it to be different, but in
our interdependent society and the litigious world in which we live, with the kind of
ways we solve problems, this issue is in the public forum. And I feel the public
forum will be improverished if AAHA, as a movemeit and an organziation, does not
strive to develop a position and perspective on all of this moral typography about
which I've spoken today. We have gaid it in the past and we say it again here, every
AAHA member should state its values, its beliefs, its philosophy, its conviction, not
only in regard to life but regard to death. And there should be found in each of our
statements a purpose, an articulation of our perspective of how we deal with death
in our facilities.

Indeed, there should be an articulation in policy and procedure, and indeed a
process for reflection so that we hold ourselves accountable to our own constituency,
our residents, and to the broader community in this regard. Frankly, I feel that
there is far more consensus than division within the House. I think that this is ex-
traordinary important for two reasons. It is important because of the subject itself.
We see that the nature of the law, although developed and implemented by well
meaning legislators and government administrators—many of whom, in my judge-
ment, are our heroes—is clumsy, unfeeling, and professes to be value free to a large
extent. But, of course, it isn’t. Can you imagine today trying to write the Constitu-
tion or the Bill of Rights? We hold these truths to be self evident that all people are
created equal endowed by their creator with certain unalienable rights. Today, we
simply couldn’t do it in our culturally pluralistic society. However, we as an associa-
tion can work together to address the process of death and d ing.

I would foreclose with this last thought. Not only would this action be significant
as far as death is concerned, but it would be significant in terms of the interaction
of the private and public sectors. Frankly, I am appalled by the politicization of reli-
gion and moral values and suspect that there will be a revulsion of this in our socie-
ty as a whole. Yet, whether it be war and peace, the solution to Medicare and Med-
icaid, or the national debt, we are going to be faced with the kinds of critical deci-
sions in the future that require of us absolute moral reflection and synthesis and
critical kinds of thinking and discernment. We must understand what we want the
Social Security system to achieve and how it is going to do social justice at the heart
of it. We must be involved in all of these areas from a moral and ethical point of
view. Our society desperately needs an experience in which thoughtful and caring
people come together and develop a consensus on some issues and, where consensus
is not possible, develop a civil way to discuss areas about which we disagree. Oliver
Wendall Holmes said that democracy is predicated upon people who act ethically.
We can never be satisfied with law alone to govern our behavior or we would have a
fascist and totalitarian state. Tough cases make bad law. Many tough cases make
for oppression. We are in a field that often has seen those aphorisms realized. John
Courtney Murray, the distinguished Jesuit who had so much to do with Vatician II's
declaration of regligious independence, noted—in “we hold these truths"—that de-
mocracy presumes a virtuous people; and virtue is not a product of law, but law is a
product of virtue. Sure, we make mistakes at times, but by and large we are a virtu-
ous people. I have great confidence that we can meet this challenge because you are
people who care and love and, indeed, you are people who can struggle together
with these issues of the quality of life and the dignity of death and share the results
with our whole society. Thank you.
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APPENDIX 6

Nursing HoME AcTioN Group,
St. Paul, MN, September 28, 1985.
Re. October 1, 1985, Hearing on “Dying With Dignity”
Mr. GAry CHRISTOPERSON,
House Select Committee on Aging,
Washington, D.C. 20515

Dear Mr. Christopherson: The Nurai.ngs}lome Action Group has just learned that
there will be testimony October 1, 1985, before the House Select Committee on
A%'Ag on the topic, "Dying With Dignity.”

e are very concerned about medical neglect and abandonment of persons with
severe physical or mental disabilities. We have seen instances of discrimination
against patients on the basis of their age. Vulnerable individuals sometimes have
been allowed to decline into so fragile a physical condition that it appeared appro-
priate to stop treatment. In fact, some nursing home and famil eoncritiom may ag-
gravate this problem. (Please see May 10, 1985, Report by the Chairman of the
House Subcommittee on Health and Long-Term Care.)

Because we have just learned of the October 1 hearing and understand the topic
is quite broad, I am enclosing copies of the following for submission as written testi-
mony;

At}éuss?{g?;m of concern about the “Uniform Rights of the Terminally Ill Act,”

2. Statement of concern about a living will bill which was tabled during the 1985
legislative session in Minnesota.

. A Commentary about death-allowing care for persons with severe mental and
physical disabilities. 1984,
. Resolutions by disability rights groups against limitation of treatment based on
disability, 1983, 1984, 1985.
5. Commentary about the matter of Karen Ann Quinlan.
Thank you very much.
Sincerely,
Jane D. Hovr, Chairperson.
Enclosures.

Nunsing Home Actiony Group,
St. Paul, MN, July 30, 1985.
Re (a) Multi{)le concerns about the proposed “Rights of the Terminally Ill Act”
(August 1985 draft); (B) Request for delay of final consideration of this act
Ricuarp C. Hrre,
Chalnrztvan. Drafting Committee on the Rights of the Terminally Ill Act, Minneapolis,

DeAr Mr. HITE: Please give consideration to the following list of concerns about
the proposed "Rights of the Terminally 11! Act.” Because of these concerns, we wish
to rﬁuest a delay in final consideration and voting on this act proposed by the Na-
tional Conference of Commissioners on Uniform State Laws. .

(1) The title of the mgond act is a misnomer.—This act is called ‘Rights (plural)
of the Terminally IlI"; however, there is basicially only one “right"” here,
namely, the right to have treatment withheld. There is no mention of ensu com-
fort and alleviation of pain, of continued high standard of nursing care, etc. for the
dying patient. Omission of such rights is one of several ways in which this proposed
act seems not to focus on protection of the patient.

(2) There seems to be some confusion of concepts.—On Page 1, about half-way down
the first paragraph in the Prefatory Note, is the sentence:

“Its (the act’s) impact is limited to treatment that is MERELY LIFE-PROLONG-
ING, and to patients whose terminal condition is irreversible, whose death will soon
occur, and who are unable to icipate in treatment decisions. (Emphasis added.)

Surely what is meant is PROLONGS THE DYING PR ,”" which
is conceptually and, from a legal standpoint, significantly different from what is
stated in the proposed act. .

(8) The role and rifhla of nurses are given less consideration than physicians and
facilities.—On P at Paragraph 3 (3) of the Prefatory Note, there is no mention
of nurisng staff—just of physicians and of facilities. It seems only fair that nursi
staff should be accorded equal rights and consideration with physicians and facih-
ties in such legal matters.
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(4) There is an erroneous and confusing definition.—In Section 1. Definitions, at
(4), it is stated:

“LIFE-SUSTAINING PROCEDURE" means any medical procedure or interven-
tion that, when administered to a qualified patient, will serve only to PROLONG
THE DYING PROCESS," (Emphasis added.)

This definition of “life-sustaining” is inaccurate and confusing. giving a meaning
opposite to what the words actually mean. it would seem more accurate to have, for
example, a definition for “prolonging the dying process.” (This problem occurs also
in Section 8 at (d).)

A “life-sustaining procedure” sustains life. Insulin is a life-sustaining medical
treatment for diabetes, and dialysis is a life-sustaining procedure for renal failure—
but they would not be considered “life-sustaining” measures under the present defi-
nition in the pro act, which would be ridiculous.

A particular danger is that many serverely disabled people (with, for example,
MS, Alzheimers, stroke, spinal cord injury, etc.) could be mistakenly consideretr to
he in a “terminal condition” under Subdivision 8 of the Definitions because they (1)
have an incurable or irreversible condition and (2) might die within a “relatively
short time” if they were not given antibiotics or assistance with hydration which
would both be considered “life-sustaining” procedures in the ordinary, dictonary
meaning of these words—but not by the definition in this pro act.

Using Subdivisions 4 and 8 (“life-sustaining procedure” and “terminal condition”)
to define each other only compounds the confusion as to what the terms mean.

(5) The Comment section on Pege 5, paragraph 3, under Definiitons states an inten-
tion which is omitted in the proposed act.—It is stated: “Though the Act intends to
err on the sie of prolonging life, . . .” Nowhere in the proposed act itself is any
such intention made explicit.

(6) The euthanasia disclaimer, which comes almost at the end of the roposed act,
should be more prominent.—Because of widespread concern about euthanasia, and
because of the drafters’ stated intention that this proposed act “err on the side of
prolonging life,” it would be well to give the euthanasia disclaimer much more
prominent placement, such as at the very beginning.

{7} The provisions for executing a declaration are too simplistic.—Considering the
very important consequences of this declaration, it is not protective enough to allow
the comptent adult to execute a declaration at “any time,” with no determination
that the individual was making the decision without duress and was not under the
influence of chemicals or clinical depression.

®) Similarly, there is need for some specific qualifications for the two witnesses.—
With absolutely no qualifications for the two witnesses, and no determination of the
condition of the declarant when he/she made the declaration, there are virtually no
protections against faulty or uniformed decisionmaking on the part of the declarant.

The comment section (Page 8) attempts to justify this failing in the interest of
simplicity and of “relieving” physicians of a responsibility to ﬁel‘p determine and
ensure that-decision making was done with proper cautions. This failing, this expe-
diency, gives consumers the impression that a primary objective of the act is to pro-
tect physicians and facilities.

(9) A definition is needed for “actual notice.—In Section 7 at (a), it not not clear
what is meant by “In the absence of ACTUAL NOTICE. . . .” (Emphasis added.)
What is an “actual notice?”’

(10) Definition (8) incorporates an unenforceable standard.—The time standard of
the proposed act, i.e., “a relatively short time,” ig too loose to be enforceable. Such a
standard is hopelessly subjective and would permit overly wide variations in profes-
sional opinion and practice.

The closer a patient is to death, the more clear hecomes the expected time of
death, and the less possibility there is for misdiagnosis or inaccurate prognosis. We
would urge therefore that a much more definiite time frame be used, such as “‘two
to three weeks in the professional judgment of the attending physician.” (Please see,
for example, the “Do-Not-Resuscitate” guideliens of Beth Israel Hospital in Boston,
a teaching hospital of Harvard Medical School.)

(11) The proposed act should provide that the patient must be informed when his/
her declaration goes into e fect tunless documented as medically contraindicated to
inform the patient.—According to the comment on page 10 about Section 4, it is only
“assumed” that the patient will be informed. This is NOT protective enough of the
patient's right to know.

(112; A second opinion should be given with respect to concurring with the diagnosis
of terminal cond‘i’tion.—Aguin. this is simply to ensure the greatest protection for
the patient who is expected to die. If there is good reason for not being able to
obtain a second opinion, that reason should be documented in the medical record.
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(13) Consultation merely with the patient'’s family is very limiting.—There are
many patients who have no families, or who are estranged from their families. It
may be that there are close friends or other advocates of the patient’s choice who
should be considered for possible consultation in medical decision making.

(14) Section 5 (c) has a rather low standard for continuing life-sustaining proce-
dures.—"Probable.”

(15) Nutrition and hydration are considered in the proposed act (SEE Comment sec-
tion, page 11) to be the equivalent of medical procedures despite a lack of universal
consensus on the issue.—Many patients have little knowledge of legal and academic
issues of medical ethics before having to make such decisions. Thus, it would be
more clear, more reasonable, and more protective of dying patients’ rights if the
language of the proposed act explicitly provided for stating wishes about nutrition
and hydration separately from what are usually considered to be medical treat-
ments.

Furthermore, since this proposed act is about rights of the terminally ill, why
does it “NOT PROHIBIT any action considered necemiléyel:iy the attending physi-
cian for comfort care or alleviation of pain,” (emphasis added) rather than mandat-
ing these basic rights?

(16) An additional immunity is needed.—In Section 7 there should be a fourth ex-
plicit immunity—for “A caregiver who refuses to comply with the declaration in ac-
cordance with the provisions of Section 6, Transfer of Patients.” Otherwise, the im-
munities fall only to those who hastened death, not to those who in good faith re-
fused to go along with the declaration and followed the provisions of of Section 6
instead.

(17) Clarification is needed under Penalties (or under General Provisions).—Rather
than merely “assuming” at page 14, second paragraph of the comment section, that
felonious conduct is clearly covered in other laws of all states, it would be more pro-
tective of patients and more clear to state: “Nothing in this act shall be interpreted
to supercede or take the place of any criminal liabilities for intentionally or negli-
gently causing the death of another.”

Thank you very much for your attention to this request for reconsideration of the

proposed “‘Rights of the Terminally Il Act.”
Sincerely,
Jane D. Hoyr, Ed.M,,
Chairperson.
Jamgs M. Davies, LPN, JD,
Vice Chairperson.

NursiNg HoME ActioN Group,
St. Paul, MN, August 8, 1985.
Re Reasons for voting NO to the “Rights of the Terminally 111 Act.”
MemBERS, NATIONAL CONFERENCE OF COMMISSIONERS ON UNIFORM STATE LAws,
Minneapolis, MN.

Dear CommissioNErs: The NCCUSL, meeting as a whole group, has spent over
eight hours deliberating on the proposed “Rights of the Terminally Ill Act.” It is
clear that good questions remain about the protectiveness, clarity, and use of this
proposed act.

Please consider voting NO when this act comes for the Voting by States this after-
noon, for the following reasons:

(1) This proposed act does not intend to promote mercy-killing or euthanasia (Sec-
tion 9, Subd. (f); nonetheless, the concern remains that euthanasia may be the con-

uence of the pro language.

e definition of “terminal condition” is far too broad. A particular danger is that
many severely disabled people (with, for example, M.S., diabetes, spinal cord inju-
ries, stroke, etc.) could be mistakenly considered to be terminal because, under this
proposed act, they (a) have an incurable or irreversible condition and (b) might die
within a “relatively short time” (an unenforceabl¢ time standard) if they were not
given what are ordinarily considered “life-sustaining treatments.”

How long may the dying process be prolonged before it is considerad to be “only”
prolonging that process? There might be the risk of prematurely cutting off some-
one's life by months or years.

(2) The provisions for executing and for witnessing a declaration under this pro-
posed act are very consequential and very expedient, yet not very protective.

193



Q

ERIC

Aruitoxt provided by Eic:

101

Please ste NO so that this proposed act can be more fully considered with a view
toward balancing patient and physician autonomy and protection. Thank you very
much for your attention to all the concerns raised by the proposed act.

Sincerely,
Jane D. Hovr, Cheirperson.

STaTEMENT OF JANE HovT, CHAIRPERSON OF THE NURsING HOME AcTioN GroUP

My name is Jane Hoyt. I am chairperson of the Nursing Home Action Group, and
I am active in several other local disability rights organizations. I wish to raise a
few concerns about House File 1301, the Living Will Bill, but first I want it under-
-tood that we strongly support the Minnesota Patients' Bill of Rights and therefore
support the first two sentences in the Policy statement of House File 1301, Subd. 2,
(dated 3-20-85) specifying that competent adults have the right to control medical
decisions about themselves. We empathize with the frustrations of patients and fam-
ilies faced with life-and-death decisions, and we understand the worries of physi-
cians and hospitals with respect to malpractice.

Our concerns with this biil are—

First, and most imy.rtant, in Subd. 7, the definition of “terminal condition,” is
confusing. A condition such as cancer may be tcrminal, yet death may be not at all
imminent. Because this bill pertains only to the situation in which death has
become imminent, the word “IMMINENT" is most important and needs to be better
defined. The word “imminent” shculd be defined to mean some specified short
period of time. We would like to recommend the definition given by Dr. Mitchell
Rabkin in the August 12, 1976, New England Journal of Medicine: Death is immi-
nent when the condition is irreversible in the gense that no known therapeutic
measures can be effective in reversing the course of the illness, irreparable, and in
the l(‘)srdinary course of events, death will occur within a period not exceeding two
weeks.

Furthermore, for the protection of all interested parties, every time the words
“terminal condition” are used, they should be followed by the words, “and death is
imminent.” It is fairly easy to diagnose a condition as “terminal” but less easy to
predict life-expectancy after the diagnosis. Imminency of death, if we consider “im-
minent” to mean a very short period of time, can be made with a more reasonable
degree of medical certainty. The term “no recovery” has also been found to have a
multiplicity of mear.ngs, depending on one’s view of disability.

Second, for the protection of both the patient and the physician, it would seem
that a signed, written living will is most protective. The language at the end of Sec-
tion & indicates the living will could be only oral, with the physician just noting in
the medical record that the declarant had made an oral statement. Written, signed
documents must be mandatory; though they could be dictated by the declarant and
signed by a witness at the direction of the declarant as described earlier in Section

Third, with respect to © tion 5 (Revocation), we urge that the living will have an
automatic revocation i .t renewed within a specified tim:: neriod, such as three
years. Because of the importance of this document, it should he carefully reviewed
from time to time, giving consideration to changes in personal values and medical
technology.

Also, with respect to part (3) of Section 5, we are concerned about the patient who
has no designated advocate, whose “living will” is not near at hand, and who cannot
write. An expression of intent to revoke should become effective immediately if com-
municated to any person or caregiver, not just a physician; however if that person
or caregiver is not the attending physician, it is a caregiver’s responsihility to ccn-
tact the attending physician immediately to communicate the patient’s change i
wishes so that treatment may be changeg as necessary. The reason for this is that
almost always nursing staff rather than physicians are in closest personal contact
with patients.

Fourth, we are curious why nursing staff are not included under Sec. 7 (Transfer
and Liability). Like an attending physician, a nurse may in good conscience not be
uble to comply with the declarant’s refusal to accept treatment. It seems only fair
that nursing staff should be accorded equal rights with physicians in_this matter.

To illustrate the fact that persons may change their mmgs after suffering a pre-
sumed terminal illiness, 1 will cite a personal experience. My mother suffered a
massive stroke in 1962. She was diagnose as terminally ill and imminently dying by
very reputable doctors. The neourvsurgeon stated that she would die even with sur-
#ery. My father asked that he go ahead and try the surgery if only to learn from
the procedure (which has since become quite common). My mother survived the sur-
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gery and returned home for many years. There can be no doubt that she heartily
interacts with her environment and enjoys life even now in a nursing home. In fact,
the few times she has had the flu, she has stated that she wants her medicines and
she wants to get well, that she does not want to die. When my father died 14 years
ago, which was nine years after her stroke, I closed up mgarurenta’ house, In going
through their papers, I was surprised to find the equivalent of an unwitnessed
“living will, ” which my mother had written some years prior to her debilitating
stroke. In her living will, she made it clear that she wanted no “extraordinary” care
if she ware in a condition from which recovery was imposgible—exactly as she was
considered to be at the time of her stroke. I have no idea if my father knew she had
written that statement. I do know that my mother strove hard to recover, did reha-
bilitate remarkably, and continues to participate well and happily in daily activi-

ties.

Finally, hecause “terminal condition” is so weakly defined in this bill, and be-
cause of our experiences, we are concerned about Section 6, Procedure Absent
Living Will. Attached is an article written by an attorney and me, in which we ex-
plain concerns shared by disability rights advocates about the devaluation of life
after disability. It is clear to us that many people mistake disability for illness. Be-
cause life is more complex after disability, many ﬁ?ople—whether they are the pa-
tients or the relatives of the patienta—magemject ife-sustaining measures. The deci-
sion to forego or withraw treatment may be premature if the condition appears pos-
sibly “terminal” but turns out not to be. We hope that people will not write living
wills because of ignorance or fear about life after disability.

Given the lack of clear definition of “imminent,” the provisions in House File
1301 for writing one’s own living will seem too lax, especially if applied to nursing
home residents. We have much evidence of nursing home residents who have dete-
riorated due to neglect (such as poor management of their medications, lack of

needed treatment, unpleasant psychoeocial environment). These patients may

appear terminal, and if neglected, be terminal. Also, nursing home residents are
often under real or presumed pressure to behave in certain wga or to ﬁo alonx with
caregivers’ and family expectations. Because of this, the Nursing Home Action
Group recommends that very careful documentation be made in a medical record
before a facility complies with a resident’s refusal of a treatment. (Please see the
attachment at end.)

Our concerns about this matter are strengthened by court testiriuny in a local
case and by a study reported in the April 26, 1984, New England Journal of Medi-
cine, which stated that some doctors at a prestigious hospital declinsd to comply
with their patients’ desire for a “Do-Not-Resuscitate” order because the doctors
lieved patients with DNR orders tend to have less aggressive care from nursing
staff, even though a DNR order in no way is intended to lessen care and treatment
except in the event that breaf.hing or heartbeat stop. Similarly, people may fear
;:lhl;lt‘ tl:e presence gf a “living wxl(l)m_ in their cl}th?:ta implies they do not t:x gg

ighest standard of nursing care. raising concern does not nega e n
for directives from patients, but ctresses the need for every caution.

Also under Sec. 7, in Subd. 2 Immunity from Liability), it would seem mo pro-
tective for all interested ies to qualify “person” with the word “authonzzg' ed,” 80
that it reads, “An A ORIZED person who ORDERS the withholding . . | in ac-
cordance with . . . a living will . . . is not subject to . . , liability. . . .” )

Fifth, we urge that the Prohibition statement, that “nothing in this bill be con-
strued to condone, authorize, or approve mercy killing or euthanasia . . .” be given
a more prominent placement at the beginning of the bill.

Thank you for your consideration of these concerns.

From THE NJRSING HOME AcTioN GROUP GUIDELINES FOR THE PROVISION OF
MzpicAL TREATMENT AND NURSING CARE

Before a health care facility may comply with a patient’s refusal of a treatment,
there shall be detailed documentation in the medical record:

A. that the patient is legally AND clearly competent,

B. that the patient made the decision freely and without duress,

C. that the patient’s intentions have been clearly interpreted,

D. that, as ascertained by clinical evaluation, the patient is not suffering from
psychological depression or the effects of chemical use,

E. that the patient was, before refusing a treatment, t'nlltil informed of the range
of availal:le treatments and their consequences, as well as the consequences of non-
treatment,
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F. that the patient was encouraged to, and given agreed-upon time to, reconsider
the decision,

G. that possible extenuating environmental factors (such as poor psychol/social
environment) have been considered as potentially influencing the patient's decision,

H. that the patient was given the opportunity to summon relatives, friends, advo-
cates, or professionals for alternative counseling in the matter.
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Law, Medicine & Health Care, Vol. 12, No. 3

Reprinted in the Minnesota Journal of Gerontology, Winter 1985

A Response to the Task Force on
Supportive Care

by Jane D. How, Ed. M., and Jamies M. Davies. MA., LEN., ].D.

R ———————————

I| v penctabh schnowledged tha
there has been ansunderstanding
abow supporne care’ plans. and
that pudehnes would help canfy and
direct the decivonmaking process
However, the guwdelines and recom
mendaunns contained within the Sup-
poniive Care Plan, proposed by the
Task Farce on Suppornive Care, are
confusing and discnminate against
persons with disabilities. Implemen.
tavon of the recommendauions could
lead to inadequate care and neglect of
ave. = inerable segment of our pup-
ular . aursing home residents wha
are s crely mentally or physicalty
disabled Because of cancern about
these possible outcomes, the Nursing

incluckes pauents with severe and arre
rerable mental disalnbies and pa
tients with severe and irreversible

phyical disabihines “where there may

exit nurmal menal funcuoning

By caiegorizing individuals with se.
vere disabihiien as potenuial candi-
<dares for supporuve care onty. the
Nupp e Care Plan b dis-
criminatory against persons with disa-
bilities. ARgressive research and reha.
bilitation effons have improved the
functioning of persons with every dis-
ease and disability cited in the Sup-
portive Care Plan? Listed as “poien.
tial candidaies for supportive care
plans” are victims of spinal cord in.
Jury, stroke. amyotrophic laieral scle-

Home Action Group of Mi has
drafted alternanve guidelines *

There are five basic deficiencies in
the Supporti'e Care Plan- (1) it
would allow violations of the civil
nghts of persons with mental and
physical disabilities: (2) it lacks defi-
nitions for some imponant terms; (3)
it lacks sufficient protections for in-
comp or questionably p
persons; {(4) i1s tone and content en-
courage patients or their guardians (o
chooase death-allowing care; and (5) it
lacks adequate provisions for review
of the decisionmaking process.

Discrimination Against People With
Disabilities

The most distutbing aspect of the
Supportive Care Plan is that Section
11, entitled “For Whom Suppontive
Care Might Be Considered,” wrongly

rosis, emph , bead trauma, and

1uas posable o develop guidelines
that ibdreas the 1nsue of sreatment for
dying adubts while avending such dhs
cnminauon The guidelines drafted
by the Nursing Hume Action Group
{NHAG) are hased on the premise
that the primary goal of health care
Rivers is 10 encourage and promoie
the best physical, mental, emouional.
social, and spiritual health of which
each person is capable. The NHAG
maintains that the criteria for making
decisions about technology and ordh-
nary and “extraordinary” ireatment
should be the same for all persons,
regardless of physical or mental disa-
bility. A “death-allowing care goal*—
care in which (reatment is offered for
comfon only but not for the purpo:

pre-senile and senile d ia. To fa-

hel individuals with these infi

as “potential candidates for suppor-
tive-care plans® discourages both
professionais and consumers from
hope and positive action.

Some patients who may seem be-
yond hope do have potential for reha-
bilitation, A registered nurse who had
experience with rehablliation testi:
fied in coun to this effect:

! saw 2 1ot of nurses who had run
into people maybe two (0 five
vears after they had had a

stroke . .. or some other type of
brain damage or dysfunction, and
either a nurse or an aide of some-
body would start 10 reach them in
some way .., it seemed as if a jot
of these people 100k two to five
years (o get over the emotional

dj 10 the trauma chey

Ms. Hoyt is Chairperson and Mr. Dau-
1e5 is Vice:.Chatrperson of toe Nursing
Home Action Group/ Minnesota, in St.
Paul, Minnesola On bebaif of that or-
Kanizahon, they recently drafted
uidelines anutbetical to those of the
Task Force on Supportive Care

had endured*

Under the Supporiive Care Plan,
some individuals might be prema.
rely denied life-maintaining care
and treatment before they have a
chance (o come 10 terms with their
disabitity
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of ining life—is p bl
only if the individual's bodily condi-
tion becomes. irreversibly and irrepar-
ably, tesminally ill. and if death is im-
minent.*

Another shoricoming in Section 11
of the Supportive Care Pian concerns
an i ) y. The long Preambi
swates that these guidelines “do not

als who were never comperent (new-
boms, mentally retarded).” However,
since some incompetent newborns
and many mentally retarded persons
b ing home resd
these individuals would very probably
fall into the second or third category

i for whom supp care

P P

might be considered.

The Need t0 Define Terms

The Supportive Care Plan uses mis-
leading and ill-defined terms. The
tesm “supportive care” is itself very
confusing, especially when people
are facing a crisls; the Supportive
Care Plan lacks a clear statement that
“suppoftive care” may hasien death.
To a frail person, the woids “suppor-
tive care” may seem to mean the op
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posate of what s iniended A term standards oF care and treaiment eather lines propese that there shouhld be de

Iihe “death attowang cate gual,” used
m the NHAG Guidehines, is otfered as
2 more accutate, praperty desenptive
wrm since such a care plan would al
low death without prteveative treat
ment and could hasten death

Anuther shoftcoming ia this skxu
ment s the Javk of a secuon devined
w dehning fanguage used through
ot Such terms as “hopeless.” “prina
pled approach.” “meamngful anerac
uon,” and “high degiee of cenataty”
leave the reader with hitle o'naints of
what 1s meant

Cansumers must have acceas th the
tR'otmattion necessary 1o make
thoughtful, protective d The
infurmation must enable them ta un-
derstand clearly their physicians’ and
facsliues” values and policies

Protection 0. the Questionably
Competent Person

The Supportive Care Plan lacks suffi
clent protectinns for nuesing hame
residents, especially those who are in-
competent pr Questtonably compe-
tent. it s well known that care and
treatment in nursing homes often fall

than on whting decivionmaking pro
cedures which discrinanate agamst
%P dependent on poor quatits
nursang homes of uainteresed
professionabs

The Supportive Care Plan is
confusing and discriminates
against persons with disabili-
ties,

Mam nursing homes have difficubty
w praperty fullowimg laws and regula
tuns which ate simpler than the
Rundelines found in the Supporme
Care Plan Evdence tf this problem
1» navonwide and includes staie
health depanment reports showng
that many nursing homes do not
properly implement faws and regula:
uans.®

The NHAG Guidelines provide that
a fasr evaluauion af the health conds-
unn of any nursing home ressdent
should include. but not be limited 10,
the following questions as they affect
the individual resident-

1) Do the facility's nuesing care,

shon of even | standards.® A
1982 study commissioned by the
Health Care Financing Administration
revealed that about 60 percent of the
nation’s doctors—the professionals
who would have the most authority
under the Supportive Care Plan for
impasing “supportive care” plans—
avoid nursing home residents.* De-
spue the clear evidence of problems
n the care provided by nursing
homes. there has not been a substan:
ttal improvement in the standard of
care achieved in nursing homes.” Par.
tial deregulation of the nursing home
indusiry in the past few years has fur-
ther threatened the health and well-
heing of ing home residents *

| care. and social seevices
meet state and federal standards?
2) Does the environment en:
courage meaningful, suppon-

ive interaction between residents
and others?

3) Are meaningful, life-entiching
activities available for all resi-
dents at the facility. 2nd are resi-
denis encouraged 10 panicipaie?
4) Are all residents’ civil and hu-
man tights fully protected? Are
residents encouraged 0 exercise
these rights? -

$) 1s the resident free of medica:
tions which may cause: dimin:
ished activity and/or diminished

The inception of the DRG system
(Diagnosis Related Groups) has
caused advocates 10 worry that nurs:
ing home resid: might be d

ivation and/or other debilitat-
ing side-effects (such as tack of
communication)?"

Such c d are

prematurely from hospitals to long:
term care facilities.” If the environ:
ment needlessly causes or faciliates
the panent's decline, then it is uncon:
scionable 10 harm the victim funher
by imposing a supponive-care plan
Society must focus on improving
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lacking in the Supporiive Care Plan.
1*e Supportive Care Plan needs 10
provide greater protection for resi:
dents who refuse treatment; the rec-
ommendations iganre many consider:
atlons that may anse ta such sita-
uons. For example, the NHAG Guide-
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tanled documentanon m the medal
1econd

1} that the resident is legally asn
clearhy comperent,

23 that the resident made the de
usion freeh and without dupess,
A} that the iesdent s iaeations
have been dhearhy mrerpreted.

) that as ascerained by chawat
cvatuion. the sesadent is nut st
termg team psschologeal depres
sin or the efects of chenneat
use,

S) that the resident was., beture
refusmg a reatment. futly in
formed of the range of available
tteatments and their conse
quences, as well as the conae
quences of nuntreatment,

6) that the resident was encour
aged 1o, and given agreed upon
time 10, reconsider the decision.
7) that possible exienuaung en
vironmental faciors {such as
those cnumerated tn the para
graphs above) have been consid
ered as potentially influenc.ng
the resident’s decision. and

8) that the resident was given
the opponunty 1o summon rela-
uves, friends, advocates, or
professionals for alternative coun-
seling in the mauer. '

The Task Force Rives essentially no
ack ledg 10 the bl
fact that the immediate family does
not always strive for the hest tnierests
of s members. Family members do
nol necessarily share the same values
with respect to life-and-death deci-
sions To rely on the family, with no
cautions regarding potenual conflicts
of interest, is untenable. Testimony
before the United States House Select
Committee on Aging in April 1980
and in March 1981 produced evi-
dence of eaiensive abuse against the
elderly within famllies." In numerous
states, the emergence of statutes for
the protection of vulnerable adulis,
often based oti child protection laws.
reflects general recoguition of and
concern about abuse and neglect of
adults with mental and physical disa:
hillues **

In conttast, the NHAG Guidelines
stress that the bestinterests of the
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11 NHAG Guidelines, supre note 1, 9
n

12 dnd

13. Domestic Abuse Against tbe Eiderly,
Hearing Before 1be Subcomminiee on Hu.
man Services of the House Select Commit-
tee 01 Aging. 9&h Cong., 15t Sexs (April
28. 1960). Abuse of Oider Persons, Hear.
tng Before the Subcommittes on Human
Services of tbe House Select Commuiiee on
Aging, 97ih Cong.. 13t Sexs. (March 23,
IHI’.

14 See, e . Conn GIn. STAT. ANN.
§5469 14 10 25 (Went Supp. 1960); Mo.
Awn CODE an B8A$$106-110 (1979).
Minn. STat. $626 557 (1980).

15. NHAG Guidelines, supra note 1, a1

16. /4

17 Id a1,

18 Resolunion adopted by the Baard of
Ditectors of the United Sutes Handr
capped Sederaton, St Paul. Minnesola
APt 32, 1984)
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ERROR IN FOOTNOTE #
These are two separate civil rigucs cases.

State v. Hovt was about First Amendment
rights. conviction for trespass was
reversed by the Minnesota Supreme Court.

Hoyt v. St. Marv's Rehabilitation Center

was about a restrailning order to ensure

that available emergency medical treat-

ment would be given a patient should she
ever need it. Hovt v. St. Mary's was

not versed. Tﬁi‘?i!t?ﬁTﬁTﬁgxﬁ?der remains
in e ie?t.

More information on these two cases may

be obtained from Jane Hoyt, 130 Southeast
Warwick Street, Minneapolis, MN 55414
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Ordinary, Inhumane, and
Supportive Care

Dear Editor

The gindelimes of the Task Force
an Suppariive Care. puhhished inthe
Tune ssaie, are an impaonant first draft
ol a policy on hmited rreatment plans
for long term care restdents But, the
Task Force's approach represents a =
wrn 1o the Nawed concept of “ords-
nary care’ where medical care I8 par
tinoned into categories (life extend
ing v pallianve theraptes) in a way
that ctreumventa a fully individualized
evaluatton of a resident's care

Supponive care i defined in the
document as “treatment to preserve
comlon hut not to prolong life * The
assessment of when prolongation of
life ahsolutely ceases 10 be a care
plan ohiective is a fundamental ethi-
cal concern hut a relatively ess com-
mon clintcal one. In a resident’s bal-
anctng of the invasive, costly or dislo-
cating burdens of medical treatment
against the treatment & ability to main
tain 2 marginally acceptable status
quo. individual life-extending 1reat-
ments weigh in quite differently. For
most residents, the answer o the
question, “ls fife-exiension a prior:
iry?* will be qurte different if the sub-
fect ts resuscitation vs. a shon hospi-
talization to treat a kidney infection
vs. a clinic visit for x-rays vs. the triv-
ial inconvenience of urine cultures
and a weck of oral antibiotics vs. the
benign daily medication for silent,
potenrially lethal conditions.

Nursing homes cannot be expected
to develop two separate limited-treat-
ment policies—one for the few, for
whom life-extension is not a priority
in any sense. and the other for the
majority who would decline highly
burdensome therapies while contlnu-
1ng to desire less hurdensome, life-
extending preventive and acute care.
The Task Force's laudabl h

uan, intensive care, and even hospt
talizanon Later, a caregiver. seeing
the suppanive care plan, infers that
lfe extension is not a priorty for this
restdent, and treats a potentially lethal
hladder 1 fection with analgesics 1n
tead o .cal arehiolics of ceaves
treatment of an asymplomatic cardiae
arrythmia precipitating swidden death
hecause a “life threatening conditton
which _ does not cause
pain . .. normally would not be
trealed *

Palicies guiding decisions to limi
medical care in long term care facily
ttes should provide for a decision
making process where residents not
only consent to their medical care,
but define how they would choose in
the trade offs beiween burdens, bene
fits and competing prioritics. as well

Steven Miles, M.D.

Assistant Professor of Internal
Medicine

Gerlatric Research, Education, and
Clinical Center

Veierans Administration Med. Ctr.

Minncapolis, Minnesota

Dear Edltors:

themselves Sociery in the last five
years has moved 1o reinforee the self
wonh of the handicapped hy main
streaming them. hut the Task Futee
wishes w prey on their self doubts by
whispering. “If you wish to do the no
hle thing and die, we'll help you 1o
Ro painlessly*

By capitalizing on the much pubh
cized discussions of *death with dig:
nity.” the Task Force demanstrates
the danger inherent in allowing hy
man beings to deiermine at what
point dignity requires death. What
staned ay 2 mavement to refrain from
using herolc measures on a dying in
dividual by writtng DNR orders, has
turned into 2 movement advocating
not wreating such curable diseases as
pneumonia in patients with dehilita.
ing injury. Who will be next on the
118t of *undesirables?”

1n conclusion, although the Task
Force rightcously stresses the easen.
tial dignity of human life hy empha-
sizing malntaining digaity to the end.
it Is presumptuous in taking upon it-
self both the du.y of defining the use-
fulness and wonh of life and the re-

ibility of rec ding the cut-
off point at which life is no longer
ingful and wonh preserving.

Under the puise of P and
humane consideration, the Task Force
on Supponive Care has put fonh an
insidious and dangerous plan to rid
society of those who it feels can no
fonger interact physically In 2 mean-
ingful way with their environment, of
those who offend society's sensibili-
ties by approaching imminent death,
and of those who fall to d!

Aviva M. Halpert, RRA.

Risk Management Coordinator

Camelot Community Residence
Program

Stony Brook, New York

Two Task Force Members Reply

an awareness of self. While the Task
Force limits itself to this group today,
it may, in the future, Include handi-
capped infants and the mentally re-
tarded.

The Task Force siresses that the fi-
nal decislon rests with the ¢

Although time ¢ Ints were such
that the Task Force was unable to
draft a reply 1o the above comments.
we would like to respond personally,
based upon our involvement In the
Task Force's activitles.

Dr. Miles correctly points out that

candidate or the famlly or friends of

on and individualized medi-

the incomp beneficlary. Yet, by

pponive care plans rep a con-
tinvum in terms of specific ireatment
optlons, rather than the extremes of
t

cal orders does not allay the danger
posed to the majority of residents by
policies defining life-extension as in.

p R its pro-
gram 1o people who have not realized
that they have such a serious prob-
lem, the Task Force is subtly applying

ppropriate when burd thera-
pies are declined. It is easy to imag-
ine a resident, content with a panially
disabled existence, agreeing to a sup-
ponive care plan to limit resuscita-

274 taw. Medicine & Healtb Care

p on such people to accept
that decision which will be most
pleasing to soclety. Simply stated. it is
telling the handicapped 10 avoid un-
pleasuntness and quictly remove

111

and no
atall. The Task Force, aware of this
continuum, focused on the individ-
ual's right to choose. Thus, it strongly
emphasized throughout the document
the imp ¢ of individual the
supponive care plan and of involving

Continued on page 279
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Correspondence —contmuvd from page 274

the resident and his af her family
the greatest degree peissihle

tn response (o Ms Halpen's leuer,
we simply disagree with her opinton
of the Task Force's motives and inten
tons ta fact ane of the cenral rea
sans we had 1n hetping 1o draft the
Rutdelines was the need to counter
such views as those expressed in her
letter. React  ns like hers, buth here
1n Minnesota and elsewhere. have
convinced us even more of the right-
ness of our decision 1o take on the
necessary but onerous task of formu-
latng general guidelines in admit-
tedly controversial and value-laden
arcas

Ronald E. Cranford, M.D.
Associate Physician in Neurology
Hennepin County Medical Center
Minncapolis, Minnesota

Barbara J. Blumer, ]J.D.
Brocker, Hanfeldi. Hedges & Grant
Bloomingion. Minnesota

Correction in Commentary on the
Supportive Lare Plan

Dear Editors:

James Davies and ! very much appre-
ciated the opportunity to write the
Commeniary responding 10 the Sup-
portive Care Plan in the June issue,
We would like 10 note, however, an

ettor in footnote 3 made by the edito-
rial staff The coun case, Minnesoia t

Hoyt, 304 N W'.2d 884 (Minn. 1981),

is ciied as though s were an appeal of
Moyt St Mary's Rebabilitation Cen:
ter, No 773885 (Dist Ci, Heancpin
County, Minn February 13, 1981)

In Hoyt v St Mary's Rebabiltiation
Cenier, § obtained a permanent re-
straiming order to remave a do-not
resusciiate order from the medicat
chart of a resident 1n the facilny. In
Minnvesora v Hoyl, the Supreme
Court of Minnesota reversed a convic-
tion for trespass at Si. Mary's Rehabibi-
tation Center. 1 had been arrested
after refusing 10 be barred from the
facility after filing various healih care
complaints with official agencics
This access case does not penain to
the issuc of withholding or withdraw-
ing medical treatment and was not
cited in the original paper.

Jane D. Hoyt, Ed. M.
Nursing Home Action Group
$t. Paul. Minnesota

112
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Solidity Day

Celebrate the past, Issues for the present, Independence for the future

SOLIDARITY DAY, held on September 24th, 1983, was the coming together
of some 33 organizations representing different disabilities, tﬁe
purpose of which was to celebrate the 10 years since the 1973 Rehab
Act, as well as to combine our forces to r'rm a new action coalition.

Among the 33 groups which participated, rcpresentatives from over 20
groups attended the convention. These were:

Advocating Change Together

American Council for the Blind

Center for Education of Non-traditional Students
Currie Area Center

Division of Vocational Rehabilitation
League of Disabled Voters

Metro Center for Independent Living

Metro Deaf Seniors

Metro Handicapped Coalition

Mpls Mayor's Advisory Commission

MPLS Assoc for Retarded Citizens

M.S. Society

Nursing Home Action Group

Nursing Home Residents Advisory Council
Richfield Adult Disabled Group and Friends
School Legislative Issues Committee of the MN Speech § Language
Hearing Assoc

SPEAKOUT

Spina Bifida Assoc of MN

UNICORN

UHF

Several resolutions werc passed, covering a range of concerns
reflecting the disabled community. Among these was the following:

BE IT RESOLVED that the Solidarity Day Coalition opposes the initiation
i of “supportive-care-oniy" plans/orders, (the withholding of ordinary

death-preventing medical treatment)on the basis of physical or mental
disability.

This resolution passed unanimously.
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m Minnesota

Association’for Retarded Citizens
3225 Lyndale Avenue South, Minneapolis, Minnesota 55408
{612) 827-5641 Toll Free 1-(800) 582-6256

o

el

o
i

:
i

i

July 13, 1984

To Whom It May Concern:

We wish to make you aware of the position of our organization
with respect to the Supportive Care guidelines.

Our organization initially had serious concerns about the guide-
1ines, particularly: (1) that the Supportive Care guidelines would
obviously be applied to mentally retarded Minnesotans since
mentally retarded people, 11ke other Minnesotans, may live in
nursing homes; and (2) that the "protections* afforded by the
guidelines are not sufficient to adequately safeguard the rights
and 1fves of mentally retarded and similarly disabled Minnesotans,
and (3) that paragraph 2 on page 6 in particular, and other
sections more generally, show a dangerous devaluin? of the lives
of persons who are mentally retarded, or have similar conditions,
a devaluing which when combined with the lack of adequate pro-
tections in the guidelines could leave disabled people in a very
vulnerable position. .

Having taken our concerns to Supportive Care guideline task force
members in previous months, we are now aware that changes needed
to protect disabled Minnesotans cannot be made expeditiously.

We therefore wish to let it be known that our organization stands
Jn strong opposition to any Tmplementation of the Supportive s“e
uideTines. rurtner, that our organization will take action to
assure that these guidelines are not impiemented on the basis

of any Tndividual's mental retardation.

Sincerely,

£ aitere AU ([ were
Darlene M. Olson, Chair
Governmental Affairs Committee

DMO/cm
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CiTy OF SaINT PauLn
OFFICE OY THE MAYOR

347 CITY UALL
SAINT PAUL MINNEBOTA 83108
{olg. 206-40Q0

July 25, 1985

TO WHOM IT MAY CONCLRN:

Please be advised that the Saint Paul Mayor's Advisory Committee
for Handicapped Persons met on July 24, 1985, 7:00 p.m., Room 356
City Hall and the following resolution was passed by the committee.

RESOLVED, that the Saint Paul Mayor's Advisory Committee for
Handicapped Persons has deep concerns regarding the issue of the
withholding of food and hydration, and

FURTHER RESOLVED, we believe that full access to food and water is a

basic civil and human right and should never be withheld on the basis
of physical or mental disability.

[

wayne’/ wittman, Chairman Jeanette McDougal, Vice Ch

WW/IM/olp
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Al C{¥ minnesota

Assoclation for Retarded Citizens Toll Free 1-(800)-582-5256
3225 Lynctale Avenue 5outh, Minneapolis, MN 55408-3699 (612)-827-5641
Ldd

it
Jennter OTLL
Menaota negnts
First vice Presigent
Bug Monn

MINNEIDOI

$8cON0 vice Pregigent
Robert Monitz
MaTIeY

secretary

Jan Jenning

" Myl

Treasurer
:l.vtlﬂ Shaw

R

[

immeciate Past Pregioent
M §ugene MIoO¢
wilimar

i .
Emoarrass

Loren Benson

il

Can Bjorxiuno
Laketiel

Migrea Broat
Fairmont

Nancy Commertora
HasTINGS

Angie Cvendros
Auron

i1 Doiong
Fergus Fals

oscar Bt naug
crookston

ME HecKt

Irene Jensen
sranam

J0nn Jonnson
west 5T Paul

Pegoy Jonnson
utcnhiela

10 Manuac)
St Paul

013ne MCNearneY
ROSEMOUNt

fveivn Netlls
Mannomen

Oariene Oison
Minneaools
sanay Otbormne

Siaing
wMerna Pesse
Ltcnfielo
Mickey Prince

R r
Jonn Roscoe
Albert Lo

sutte Rosse
MINNeadols
Dorothy ™

Cingy vess
waseta

EXECUTIVE DIRECTOR
EmTW Angelica

BE 1T RESOLVED THAT:
The Assoctation for Retarded Citizens Minnesota has deep con-
cerns regarding the issue of withholding food and hydration.
We believe that full access to food and water {s 2 basic
civil and human right and should never be withheld on the
basis of mental of physical disabtlity, regardiess of the
presence of terminal iViness.

Abproved by the ARC Minnesota

Governmental Affairs Committee
July 25, 1985
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Minneapolis Star and Tribune, Friday, Aug. 9, 1985 P.
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